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Preface 
Self-management support is a relatively recent, but central concept in the field of long-term 
condition management in which healthcare professionals work with people to help them to 
better manage their conditions. It is known that the impacts of living with long-term 
conditions are wide ranging, and can affect individuals’ physical, emotional and social well-
being. Indeed, many of the theoretical models, health polices and practice guidelines which 
underpin and inform self-management support focus on health professionals collaborating 
with their patients to enable them to live well according to their individual social contexts 
and preferences.  
There has been limited research about how both healthcare professionals and their patients 
experience self-management support, and the extent to which the support provided by 
healthcare professionals aligns with their patients' needs, preferences and goals. In this PhD 
thesis, I will explore self-management support and self-management goals, in the context of 
group programmes which provide self-management support, from the perspectives of the 
healthcare professional group facilitators and the group participants with long-term 
conditions. This thesis is presented with the findings as four empirical publications (Chapters 
2-5).
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Abstract 
Long-term conditions (LTCs) exert a significant burden on individuals, communities, 
healthcare systems and society. Health systems are placing an increasing focus on support for 
patient self-management. The literature on LTCs shows the broad and interconnected 
medical, emotional and social impacts of living with LTCs. This research has informed 
contemporary LTC self-management support policies which emphasise that the provision of 
support for self-management should take into consideration and give equal importance to the 
range of medical, social and emotional aspects of living with LTCs. These policies also 
emphasise that support for self-management be focused on patient defined goals for what 
patients see as relevant and meaningful for them in daily living and as such, they promote 
goal setting as a tool for health professionals providing self-management support. However, 
research shows that health professionals providing self-management support have tended to 
prioritise goals focused on the medical management and clinical outcomes over the goal 
preferences of patients with LTCs. This suggests that there may be a misalignment between 
the self-management goals that matter to individuals and those focused on by health 
professionals and healthcare systems when supporting patients to achieve these goals.  
Group programmes led by health professionals are a common healthcare approach to 
supporting LTC self-management. Groups provide opportunities for self-management 
support from both health professionals facilitating programmes and from peers (other 
participants in groups). Yet, there is still little known about how self-management support is 
interpreted, enacted and valued within group programmes by group facilitators and group 
participants, what role goals play in group programmes for self-management, and how 
facilitators and participants engage with goal setting.  
xv 
Research investigating the experiences of facilitators and participants of self-management 
support in health professional led group programmes remains sparse, especially in the 
Australian healthcare setting. To address these key research gaps, this thesis aims to: 1) to 
review the literature on the experiences of participants and facilitators of self-management 
group programmes; 2) to investigate how health professional facilitators conceptualise self-
management support provided in group programmes; 3) to explore the support participants 
receive in group programmes, and how they perceive it; and 4) to examine how both 
facilitators and participants perceive and engage with goal setting elements of group self-
management programmes.  
This doctoral work is conducted as part of a larger project, funded by an Australian Research 
Council Discovery Grant (DP150101406), titled: ‘How do people with chronic conditions 
and their healthcare providers negotiate the self-management imperative?’ This thesis focuses 
on one part of this project: self-management support provided in group programmes. This 
qualitative study was conducted in NSW, Australia between 2015 and 2017. Six diverse self-
management support group programmes (for individuals with chronic obstructive pulmonary 
disease (COPD), type 2 diabetes and obesity) were included in the study. 
To investigate the experiences of participants and facilitators of group programmes for the 
self-management of LTCs a systematic review and thematic synthesis of the qualitative 
literature was conducted (paper 1, Chapter 2, p63). The findings revealed little in-depth 
exploration of the experiences of facilitating or participating in group programmes. Group 
participants valued being with similar others and perceived peer support benefits. Facilitators 
had limited group specific training, were uncertain of purpose and prioritised education and 
medical conformity over supportive group processes and the promotion of self-management 
agency and engagement. Overall, the studies prioritised positive descriptions.  
xvi 
In paper two we sought to provide a more in-depth investigation of the perspective of health 
professional facilitators providing self-management support in group programmes (n=13) 
across the six study programmes (Chapter 3, p77). The aims of the paper were to explore how 
group facilitators conceptualise self-management support in a group programme, their 
experiences of facilitating, their perception of their role and the challenges they identified. 
We found that facilitators viewed the group programmes as responses to health system 
pressures, for example, high patient demand. They focussed on providing education and 
instruction on physical health, risks and lifestyle behaviour change, and emphasised self-
responsibility for behaviour change whilst minimising goal setting and support amongst 
group participants. There were tensions between facilitators’ perceptions of their professional 
identity and group leader roles. 
In paper three we explored the experience of the group participants (n=20) and what support 
they receive and perceive in health professional-led self-management support group 
programmes (Chapter 4, p96). We aimed to identify the different types of support that group 
participants in self-management support group programmes receive and exchange between 
both facilitators and peers, and how they value this support. We found that participants 
identified receiving information and emotional support from both facilitators and other 
participants as complementary yet distinct. Facilitators’ support came from professional 
training and other participants’ support reflected the contextual, lived experience of LTCs. 
Professional interactions were prioritised, constraining opportunities for participant-
participant support to be received and exchanged.   
In paper four we examined how health professional facilitators and their group participants 
perceived and engaged with the goal setting activities in the group programmes (Chapter 5, 
p119). The aims of the study were to examine the experiences of both patients and health 
professional facilitators regarding goal setting, what goals participants have, and how 
xvii 
facilitators and participants talk about their experiences of, and engagement with, goal setting 
in programmes. We found that participants have personal and meaningful biomedical, social 
and emotional goals. Facilitators believe these goals to be important and perceive them as 
integral to increasing motivation and self-responsibility. Despite participants having social 
and emotional goals, facilitators work to shape participants’ goals into pre-determined health 
behaviour change activities, disregarding social and emotional aspects. Participant 
disengagement from the goal setting process and questioning of the value of goal setting was 
evident.  
Conclusion 
The research reported in this thesis provides empirical evidence of how self-management 
support in group programmes led by health professional facilitators is perceived and engaged 
with in practice. Health professional facilitators of group self-management support 
programmes prioritise education and instruction over broader medical, social and emotional 
aspects of self-management that are important for people with LTCs. The thesis also reveals 
there is a disconnect between health professional facilitators and group participants in how 
they experience and what they value for self-management in groups. Our findings show that 
participants value support from the other participants in the group as well as from health 
professional facilitators. Importantly, they also valued support that is inclusive of their social 
and emotional lives as well as medical support. This has important implications for practice 
and how self-management support could be achieved in groups to better meet the needs of 
people with LTCs. A conceptual change is required for health professionals to meet the self-
management support ideals articulated in policy. This change could begin by conducting goal 
setting in a manner more broadly inclusive of patient preference, and therefore more likely to 
be engaged with. 
xviii 
These findings have important implications for policy and practice. In particular it suggests 
that changes may be needed at the system and policy levels to ensure better accountability of 
health professionals providing self-management support. Achieving practice change will be 
challenging due to, for example, the ways in which healthcare professionals are educated, 
trained and socialised and the system constraints within which they are working. Future 
research is needed to consider how health professionals are able to provide self-management 
support in group programmes that does more than reinforce medical information, instruction 
and behavioural norms. 
Chapter 1 - Background 
1
Introduction 
 
This chapter provides the background and justification for the thesis, ending with the 
project aims and research questions. The following findings section is presented as four 
discrete empirical publications (Chapters 2-5) that map to the research questions. 
Long-term conditions (LTCs) are an increasing burden on society that is a significant 
problem requiring urgent intervention. Over recent decades a key element of government 
health policy responding to this burden has been support for patient self-management, 
where health professionals assist people with LTCs to be more effective managers of their 
own conditions. An integral part of self-management support is to encourage people to set 
and pursue meaningful goals for living with their conditions. Research suggests that a 
disconnect may exist however, between health professionals and people with LTCs in 
how to support self-management. It has been suggested that health professionals tend to 
view self- management narrowly around adherence to set medical regimens and the 
behaviour change goals they believe will achieve this adherence. In contrast, patients’ 
goals for living with their conditions may reflect a broader range of medical, 
psychological and social aspects of living with LTCs. However, more research is needed 
to explore this disconnect in more depth. 
Group programmes for self-management support led by health professionals are a 
common format. By design, group programmes have members with similar experiences 
and knowledge. Thus, groups may provide a supportive environment for people with 
LTCs which provides support from both health professional expertise and other group 
members. There remains limited understanding about how group programmes and the 
support provided within these programmes is experienced and perceived by those who 
participate in them, or whether the people with LTCs participating feel supported in 
identifying and pursuing goals for self- management which are personally meaningful. 
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This chapter will elucidate the LTC environment, the contribution of self-management, 
self-management support and goal setting to LTC management, and the place of group 
programmes for self- management support in further detail. 
1.1 Long-term conditions 
 
1.1.1 What is the problem? 
 
The high prevalence of people living with long term conditions (LTCs) (also known 
as chronic conditions or non-communicable diseases) is a global concern and viewed 
by governments, nationally and internationally, as a threat to economies and 
societies (1). Although LTCs are often associated with older age groups, the 
prevalence of LTCs are increasing across all age groups (1, 2). At present, four of 
the most prevalent LTCs - cardiovascular diseases, cancers, respiratory diseases and 
diabetes – account for 80% of premature deaths globally (1). 
In Australia, the burden of LTCs is also significant and increasing, with over half the 
population having one or more LTCs (2). This includes a reported 1 in 3 Australians with 
a diagnosed chronic respiratory condition, 1 in 5 people with cardiovascular disease, 1 in 
5 with a mental health conditions, and 1 in 6 people with back pain. Rates of diabetes have 
tripled in the last 25 years, and currently an estimated 1 in 20 Australian adults is living 
with diabetes (2). The Australian Institute of Health and Welfare report, ‘Australia’s 
Health 2018’, showed that LTCs contributed to 87% of deaths in 2015 (2 p82). 
1.1.2 Causes of increasing prevalence of LTCs 
 
The causes of LTCs are not simple. Rather, they include a complex combination of 
genetic, physiological, environmental and behavioural factors (3). The highly contributing 
behavioural factors are tobacco use, physical inactivity, harmful alcohol intake and 
unhealthy diets. People with lower income and from vulnerable and socially 
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disadvantaged communities are at increased risk for LTCs, and experience poorer health 
outcomes as a result (3, 4). A large body of work shows that there are a range of social, 
cultural, political, economic and environmental determinants which are operating to 
contribute to the inequitable burden of LTCs experienced by people from more socially 
and economically disadvantaged backgrounds (5-7). These external ‘social determinants’ 
can strongly influence the health and health behaviours within and across populations, 
exacerbating disparities in health and illness. 
1.1.3 Consequences of increasing prevalence of LTCs. 
The consequences of the high prevalence of LTCs have been described by public health 
researchers, the World Health Organization (WHO) and many individual governments as 
a future economic and social catastrophe (2, 8-11). The economic and social burden of 
LTCs impact on individuals, their families, communities and societies (2). Economically, 
there are direct medical and lost productivity costs associated with LTCs that cause a 
negative effect on broader economic growth, and at a household level, negatively affect 
household incomes, consumption and savings (1, 2). 
In many countries, including Australia, a large proportion of healthcare budgets is 
devoted to spending on LTCs. For example, in Australia LTCs account for 70% of the 
total healthcare expenditure, and this figure is increasing (2). The broader costs, social 
and economic, are many times this. For example, in 2005, it was estimated that the annual 
indirect cost burden of diabetes in Australia was $14 billion, which is over 8 times the 
direct costs (12). 
The burden to individuals is not restricted to medical and physical health aspects of LTCs. 
In fact, many individuals with LTCs perceive their health and quality of life to be poorer 
and limited compared with those without LTCs, across a range of emotional and social 
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aspects (2). Socially, individuals with LTCs may be impaired in their ability to participate 
in social activities and roles. As such, people with LTCs report feeling reduced 
independence and ability to pursue meaningful activities, condition related stigma, stress 
on their family and social relationships and social isolation (13). This can have negative 
effects on their emotional wellbeing (10, 11). 
1.1.4 What is the policy approach? 
In the last three decades there has been a significant effort to direct national and 
international policies towards improving the prevention, treatment and ongoing 
management of LTCs (3). The WHO report in 1997, ‘The World Health Report 1997 - 
Conquering suffering, enriching humanity’, was a call to action that clearly defined a path 
for governments to focus their LTC care (8). The report highlighted the need to provide 
healthcare specific to LTCs, that is, broad, ongoing care more inclusive of psychological 
and social factors. The authors believed this should be differentiated from traditional acute 
models of care. 
Following this report, LTC-specific health system policies and funding have been 
introduced across many countries that are supportive of new practices and roles for health 
professionals (14, 15). As part of these policy changes, health professionals are being 
encouraged to shift the way they practice so they are more collaborative, community 
integrated, responsive to patients’ needs and empowering of patients (16). An 
increasingly prominent focus of policy, guidelines and research is around the role of 
supporting patients to self-manage their LTCs. Self-management is arguably one of the 
more enduring, prominent and integrated of the numerous concepts and frameworks in 
research and policy to guide health professionals as they evolve their role for patients 
with LTCs (11). 
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Other prominent concepts which have emerged in more recent LTC policy are patient-
centred care, collaborative care, shared decision making, patient empowerment and 
engagement (17, 18). While these concepts have different meanings, a commonality 
among them is that patients should be involved in their healthcare interactions, choices and 
decisions. These concepts also emphasise the importance of healthcare interactions that are 
inclusive of biomedical, psychological and social aspects (the biopsychosocial model) of 
health and illness, reducing power hierarchies between patients and health professionals 
and legitimising and promoting the priorities, preferences and goals of patients for living 
with and managing their LTCs (18). These ideals, underpinning recent approaches to LTC 
healthcare, are part of the expanded role of many health professionals for supporting their 
patients with LTCs as it is written in policy (3, 19-24). 
The 2006 Australian National Chronic Disease Strategy (25) and the updated 2017 
National Chronic Condition Strategic Framework (26) are deliberate and considered 
government responses to the current and predicted burden of LTCs in Australia. These 
policy documents draw on (and reference) international LTC policy from the WHO and 
other Organisation for Economic Cooperation and Development (OECD) countries, as 
well as prominent LTC literature. They depict roles for healthcare providers providing 
LTC care that: (1) address emotional and social dimensions of LTCs alongside medical 
management and; (2) support patients to develop and follow goals and preferences for 
LTC management that patients consider personally relevant and important. The reason 
for this is that current practices prioritising adherence to medical management of LTCs 
have demonstrated limited effectiveness (see 1.4.3 p27) and the evidence for this 
approach is poor (see 1.1.5). 
1.1.5 How does this translate into practice? 
 
It can be argued that despite considerable effort and cost, there are numerous indicators 
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showing that many of the expected benefits for LTC management have not been 
delivered and that the burden of LTCs is not abating. Rather, it is increasing. For 
example, reports reveal only half of people with LTCs are adherent to their 
medications and poor diets, physical inactivity, tobacco and alcohol use are common 
(27). Alarmingly, it has been reported that non-adherence with medications and these 
common behaviours is associated with many premature, and potentially avoidable 
deaths from LTCs globally (27). In Australia, it is estimated poor ongoing 
management of LTCs costs up to $2 billion in avoidable hospital expenses (28). Of 
particular concern is that the burden of LTCs continues to be higher in lower 
socioeconomic and Indigenous populations, suggesting failures in policy and practice 
efforts to reduce inequalities in LTC outcomes (2). 
A significant body of qualitative research has looked closely at the experiences of 
healthcare professionals with providing LTC healthcare (29). These studies reveal that 
healthcare professionals may not be adopting new ways of providing self-management 
support. For example, the perspectives of health professionals providing LTC healthcare 
in a recent qualitative review of the literature revealed that, far from embracing new 
collaborative roles, exercising control over patients and giving management directives is 
still common (30). 
Explanations for why health professionals have not adopted new practices include that 
they are confused about the purpose and desired outcomes of their new roles (31), and 
some report feeling unsupported by their organisation to integrate new roles into practice 
(29). Clearly, many challenges remain, including how the envisaged LTC healthcare from 
policy can fit into health professionals’ prior roles and other clinical care responsibilities 
(29, 30).  
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1.2 Self-management and self-management support 
 
1.2.1 What is self-management/ self-management support? 
 
Self-management and self-management support are concepts that are now an integral part 
of LTC healthcare yet, have emerged in policy only recently. These concepts have been 
defined in different ways and their meaning has shifted across the years, and in different 
settings. 
A history of the term self-management should perhaps begin by acknowledging that over 
many centuries, individuals have engaged with practices to stay healthy (32). The terms 
self-management and self-care have also referred to notions of emancipating poor and 
working classes from ‘elite’ practitioners or centralised health systems (33). In 
contemporary healthcare, the first use of the term is quite recent (the mid-nineteen 
seventies) in the field of paediatric asthma by the behavioural psychologist Thomas Creer 
(34). In the final years of the last century the term self-management entered government 
policy for the first time, where it was often framed as being a ‘resource’ in terms of the 
combined capabilities of people with LTCs (35). In this conception, government 
interventions were directed at enhancing the overall self-management capabilities of 
people with LTCs, transferring these aspects of management to patients and therefore 
reducing public health expenditure. 
Earlier definitions of self-management were focused on managing ‘the impact of disease’ 
through health professional defined ‘tasks’ (36). More recently, the concept has been 
defined more broadly to include medical, physical, psychological and social elements 
associated with managing LTCs. A commonly used definition of self-management in 
contemporary national and international policy and research is from Barlow et al. (37), 
who defined self- management as: 
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‘the individual’s ability to manage the symptoms, treatment, physical and 
psychosocial consequences and lifestyle changes inherent in living with a 
chronic condition.” This includes the “ability to monitor one’s condition and to 
effect the cognitive, behavioural and emotional responses necessary to maintain 
a satisfactory quality of life.’ (37 p178) 
Similarly, other definitions such as from The US Institute of Medicine (38) also give 
equal importance to medical, social and emotional tasks in self-management: 
‘Self-management is defined as the tasks that individuals must undertake to live 
with one or more chronic conditions. These tasks include having the confidence 
to deal with medical management, role management and emotional management 
of their conditions’ (38 p57) 
What is also common among these contemporary definitions is a focus on people with 
LTCs as ‘active’ participants in, rather than passive recipients of, care. Moreover, the 
definitions’ overarching messages are about how individuals live with LTCs and their 
ability to maximise quality of life with (or despite) their conditions. 
Behavioural psychologists have had a significant influence in how the self-management 
concept has developed and been used. The emphasis in this body of self-management 
scholarship on self-regulation and cognitive processes in health behaviour change is 
testament to this influence. Problem solving, goal setting, motivation and self-efficacy 
are psychological concepts and theories that have carried on from early models of self- 
management into current models (34, 36, 39, 40). For example, the five core skills in the 
widely used Stanford University Chronic Disease Self-Management Programme 
(CDSMP) - problem solving, decision making, resource utilisation, forming of a patient/ 
health care provider partnership, and taking action - are derived from psychological 
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concepts, and focus on building an individual’s self-efficacy (34). 
Yet, how patient self-management should be supported by healthcare professionals is 
open to interpretation. Definitions of self-management support have often included 
statements about the health professionals’ efforts to assist people to better manage their 
conditions, without specifying what these efforts are, or how they should be enacted (41, 
42). A prominent broad definition of self-management support states it is ‘the process of 
making multilevel changes in health care systems and the community to facilitate patient 
self-management’ (43 p563). A more detailed definition from the Institute of Medicine 
states it is ‘the systematic provision of education and supportive interventions by health 
care staff to increase patients’ skills and confidence in managing their health problems, 
including regular assessment of progress and problems, goal setting, and problem-solving 
support’ (44 p144). 
There is clearly some consensus in the literature, however, about how practitioners 
should deliver self-management support (29, 37, 45, 46). The commonalities across the 
research are that: (1) consideration be given to patient preference and context; (2) 
decisions should be shared between practitioners and patients; (3) there is a diversity of 
providers and formats (individual, technology and groups); (4) support has links to 
community; and (5) ongoing follow-up is provided (29, 37, 45, 46). These authors depict 
self-management support implementation as being carefully planned and comprehensive, 
not an ad hoc addition to usual care. Scholars have suggested that health professionals 
should gain further skills to support self-management, including facilitating problem 
solving, goal setting, motivation and patient empowerment (42). 
In policy, support for self-management is also depicted as part of an expanded role for 
health professionals providing LTC care. For instance, there is a focus in policy on 
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shifting from delivering information to roles which focus on assisting patients with 
psychosocial aspects of their conditions, for example, through helping confidence 
building and decision making in patients (42, 45). A clear focus in more contemporary 
LTC policy with respect to self- management support, is that the health professional is 
situated as having a shared role and responsibility with their patients. This is often framed 
as a collaboration or mutual obligation between health professionals and patients. 
While the broader ideals of self-management support focus on the importance of 
supporting patients’ goals and preferences for self-management, from a health system 
perspective, the case for self-management is often underpinned by explicit statements 
about the need to achieve clinical health outcomes to reduce healthcare costs (33). For 
example, Barlow et al.argue that self-management support should focus on realigning 
‘the gap between patients’ needs and the capacity of health and social care services to 
meet those needs’ (37 p78). In self-management intervention studies, condition specific 
clinical measures frequently appear alongside seemingly ambitious elements such as 
reducing the numbers of patient visits to primary care, accident and emergency and 
specialist care (29, 47). The consensus that healthcare has ‘capacity’ limits for supporting 
citizens with LTCs has certainly not harmed the recent expansion of ‘self-management’ 
into state sponsored healthcare and some co- opting of its purpose for broader economic 
agendas seems inevitable (29, 48, 49). Yet, measuring outcomes of self-management 
support is frequently downplayed or little mentioned in policy and practice guides (29, 
37, 45). 
More recently, a body of work has looked at the inconsistencies and tensions with how 
self- management support is being conceptualised, purposed and enacted (33, 50, 51). 
Tellingly, it has highlighted that ongoing traditional practitioner approaches emphasising 
disease control, professional authority over patients, education and motivation remain 
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dominant methods of practice in self-management. Self-management support, it has been 
argued, has become over- medicalised and dominated by health professionals in its 
assumptions and interpretation, and therefore it is less able to fulfil its broader purpose 
(33). As a result, patients’ experience of illness and sense of individual agency is 
diminished. The emphasis remains, thus, on what the health professionals define, that is, 
biological outcomes and problem health behaviours as causative factors for overloaded 
healthcare systems (52). This outcome is inconsistent with the collaborative and patient-
centred ideals of self-management support (33). 
Both within LTC policy and the enactment of self-management support in practice, 
tensions are apparent between pre-conceived notions of how patients should self-manage 
their conditions, and the ideals of supporting patients in a way that is not limited to 
medicalised approaches which focus on lifestyle behaviour change to achieve clinical 
outcomes, but is inclusive of broader emotional and social contexts which shape the 
experience of living with, and managing, LTCs. Researchers from fields such as medical, 
public policy and health sciences have argued that a conceptual change is needed to 
(re)orient health professionals’ views on self-management support and suggest it should 
be more about what matters to the patient (33, 50). Morgan et al. make a key distinction 
between the different approaches to self-management support by describing narrow 
approaches as those which are orientated around ‘helping people to manage their health 
conditions well’ and conversely, describing more broad approaches to self-management 
support that focus on ‘helping people to manage well with their health conditions’ (50 
p4). 
In Australia, the enactment of self-management support is informed by national policies 
such as Australia’s National Strategic Framework for Chronic Conditions (26) which, like 
similar national policies, has been informed by The Chronic Care Model, an evidence-
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based practice improvement model developed by Wagner et al. (23, 53-55). The Australian 
Strategic Framework outlines self-management in a section titled ‘Active engagement’ 
that describes the mutual obligation expected between the healthcare system and people 
with LTCs. It states that: 
‘Active engagement embodies a person-centred approach that puts people at the 
centre of their own health care and empowers them to play an informed role 
according to their interest and abilities. People with chronic conditions should not 
manage their health in isolation, nor be expected to play a passive role.’ (26 p31) 
The strategy goes on to define engaged and empowered self-managing individuals, 
highlighting Australia’s policy efforts to find a balance between healthcare support for 
the purpose of achieving good health outcomes and, that which is for ensuring an 
individual’s self-responsibility: 
‘Effectively engaging people in the management of their chronic conditions 
empowers individuals to: improve their knowledge about their condition; set goals 
appropriate to their health and social needs and values; involve their carers and 
families in care planning as appropriate; discuss treatment preferences; and set 
individual quality of life goals. … effective self-management is a key part of 
optimal care for chronic conditions.’ (26 p31). 
What is clear in Australian policy is that self-management is assumed as being broad with 
multiple components. Improving condition knowledge is one component alongside 
discussion of treatment preferences and the eliciting of meaningful individual goals. What 
is also apparent in Australian policy is an overall assumption that all patients have agency 
and can be empowered and active self-managers, an assumption that is contrary to the 
literature on the determinants of health and the health inequalities evidence previously 
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discussed (see p3). However, the broad commonalities of self-management support - what 
individuals value and prefer, what their social needs are and what will help improve 
quality of life rather than disease control - remain key to current LTC policy in Australia 
and thus should act as a framework within which self-management support is provided to 
individuals with LTCS in Australia.  
1.2.2 Self-management support evidence 
 
Evidence for the benefit of self-management support has accumulated from numerous 
trials across a diverse range of interventions (29, 56, 57, 58). Significant outcomes, 
although frequently inconsistent, have been found across medical, physical, knowledge, 
behavioural and economic measures (29, 56, 57). Outcomes with more consistent 
evidence tend to be disease specific such as for diabetes, where there is evidence for 
improvement in short term blood glucose control and glycosylated haemoglobin (29, 56). 
Reducing healthcare costs has been most successful in self-management support 
interventions for respiratory conditions (58). Improvements in quality of life measures 
have been shown in some interventions, yet this varies across different conditions and 
interventions, for example, positive results for asthma, irritable bowel syndrome and 
dementia but not for diabetes, chronic obstructive pulmonary disease (COPD) or stroke 
(29). A limitation of some of these studies, however, is that the longer- term outcomes 
(for example, beyond 12 months) important due to the long-term nature of these 
conditions are rarely investigated. As a consequence, there is still limited evidence that 
outcomes are sustained over time (29, 56). 
There is less known about how self-management support is translated from models and 
controlled trials into everyday practice. This means there remains limited understandings 
of how self-management support occurs in practice, and its outcomes for individuals’ 
health, quality of life and daily living. Recent studies of health professionals’ views about 
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providing self-management support suggest that health professionals focus on correcting 
perceived deficits in patient knowledge and motivation, rather than delivering medical, 
social and emotional support in a collaborative way (31, 59-61). There is less evidence of 
if and how health professionals are engaging in self-management components such as 
problem solving, goal-setting and shared decision making with their patients. It has been 
reported that there is a tendency for health professionals to have a narrow (binary) view 
of what ‘good’ self- management is, encompassing displays of a healthy lifestyle, regular 
exercise, self- responsibility and independence (59). Some health professionals (for 
example in providing support for patients with diabetes, Parkinson’s disease, stroke and 
colorectal cancer) view self-management support as providing instruction to patients 
about general health, wellbeing and happiness (31, 59, 60). 
Research has shown evidence of uncertainty and tension among health professionals with 
respect to their expanded self-management support role. For example, many health 
professionals report that they do not feel well prepared to provide this support (62). There 
is also evidence to suggest that forming partnerships with patients and thus relinquishing 
control can be challenging for health professionals (30), particularly when focusing on 
what patients see as important is deemed by health professionals to be oppositional to 
monitoring clinical markers of health (31). Many health professionals also report that 
patient behaviour change success can be too difficult to achieve (61, 63). It has been 
demonstrated that health professionals may also avoid engaging with the emotional and 
social aspects of LTC self- management due in part to a perceived lack of time, 
experience, skills and resources (62, 64). Collectively, this research suggests that health 
professionals continue to frame self- management support around notions of traditional 
paternalistic relationships, patient compliance and self-responsibility (59, 65). 
What is also clear from research examining the perspectives of health professionals, is that 
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the structure of health systems and settings means the work associated with self-
management support is not always a priority for healthcare professionals (61). Role 
hierarchies in hospitals and clinical practices are shown to shunt self-management support 
related work to health professionals with lower seniority (63). System-related issues such 
as self-management support materials not being available and lack of health professional 
training opportunities also create barriers and challenges to enacting self-management 
support (61, 64). Payments and performance targets and indicators may favour ‘simpler’ 
biomedical work (for example measuring biomedical markers such as height, weight and 
blood pressure), rather than the work of self-management support, viewed by health 
professionals as more challenging (24). It has also been shown that, despite evidence to 
the contrary, many health professionals believe their current practices do not require 
changing with respect to how they support self- management (24). 
1.2.3 Patients’ perspective on self-management and self-management support 
 
There is evidence in the literature that what matters to individuals with LTCs may differ 
from healthcare professionals’ perspectives about self-management (65, 66). Patients, in 
contrast to health professionals, are more likely to have views which reflect broader 
notions of self-management, variable ways of engaging in self-management, the 
importance of considering social context in self-managing their conditions, and the quality 
of their relationship with their health professional (65, 66). What studies have consistently 
shown is that despite policy and research emphasising the importance of collaborative 
LTC care, patients perceive that they are not being listened to by health professionals and 
feel their goals and preferences do not necessarily match with those of their health 
professionals (29, 65). For example, patients’ goals for self-management may orientate 
around maintaining a positive attitude, their broader sense of purpose, managing their 
identity and exercising personal control (13, 65), goals that would seem quite 
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disconnected from health professionals’ focus on correcting perceived deficits in 
knowledge and motivation (31, 59-61). Their concerns include reducing stigma, 
maintaining relationships and not being a burden to family and friends (13). The goals of 
people with LTCs are further discussed in this chapter (see 1.4.5 p29). 
Patients are also known to develop their own strategies for managing their LTCs (67, 68), 
often substituting boring self-management tasks for activities they find more enjoyable 
(13, 65). They may adopt their own ‘mental strategies’ such as distraction to reduce their 
emotional distress (13). They focus on harnessing support that they feel is needed and 
gaining information and reassurance from others (65). 
Research examining the experiences and perspectives of patients shows that they view 
self- management as being complex, and their requirements for ongoing care include 
flexible health professional relationships that can reflect the complex and changing nature 
of their conditions and its impacts, and the uncertainty and unpredictability of condition-
related symptoms. Patients are more likely than health professionals to emphasise the 
importance of collaborative partnerships between themselves and their health 
professionals (65). Contrary to some health professional perceptions of patients, 
individuals living with LTCs emphasise the importance of rationality and agency in how 
they prioritise their self-management efforts (13, 65), and do accept and feel a sense of 
‘moral responsibility’ for their actions and efforts to self-manage (65, 69). 
As can be seen, the conceptualisations and strategies of patients around self-management 
are considerably broader than the conceptualisations of self-management held and enacted 
by healthcare professionals providing support. A key limitation of how self-management 
support is being conceptualised and enacted, is that it assumes people living with LTCs 
are a monolithic group, and that self-management support can be delivered in a one-
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directional, simple and uniform way to each patient. However, this does not accord with 
the experiences of patients, whose experiences and circumstances are variable, complex 
and change over time and across different settings. Patient engagement with self-
management, their capacity to enact self- management activities and achieve self-
management goals (for example, behaviour change), depends on their perceived ability, 
the course and severity of their illness, cultural beliefs, the disruption to daily life and their 
competing social roles (65). It is also shaped by a range of social and structural factors (for 
example, age, gender, class, education and income) which can powerfully constrain or 
enable people’s ability to manage their LTCs (6, 70). 
Much of the research on patients’ experience of self-management and self-management 
support, however, is in the context of one-to-one encounters with health professionals. 
There has been much less research on self-management support in group formats, which 
are likely to be experienced in very different ways to one-to-one patient/professional 
encounters. There has been little exploration, particularly qualitative research, about the 
experiences of group programme facilitators or group participants (29, 37, 42, 56, 61, 71-
73). 
1.3 Group programmes 
 
1.3.1 Why group self-management? 
 
Group programmes are a common healthcare approach to supporting self-management 
(29, 74). Groups are provided as a health service because they offer cost-effectiveness 
benefits, but also as they broaden support, through opportunities for participants to gain 
support and knowledge from other group participants (29, 49, 74, 75). Group programmes 
for self- management support are commonly recommended by condition guidelines (76-
78). Evidence from controlled trials has been equivocal, showing inconsistent or poor 
results across a range of health measures, leading researchers to call for greater 
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consistency in programme design and implementation before further trials (29, 56, 76, 79-
81). There appears to have been much less attention paid to understanding what actually 
happens in groups, how self- management support is enacted by facilitators and 
participants, and how this support is experienced by group facilitators and participants. 
Group programmes for self-management support are not homogenous, differing widely 
in format and style (29, 74, 80). Groups differ by leader type (health professional or lay), 
location (hospital, community), focus (for example, support, education, exercise), 
composition of participants (for example, some target underserved groups – that is, ethnic 
or socioeconomic), and other characteristics such as length of programme. The most 
prominent difference between group programmes in the literature and in practice is the 
condition focused on by the provider and, therefore, the patient group targeted (for 
example diabetes or COPD or generic LTCs) (29). 
1.3.2 The Chronic Disease Self-Management Programme (Stanford University) 
Arguably the most well-known group programme is the CDSMP, a generic programme 
(that is, participants with any LTC can attend groups together) (82). The CDSMP uses 
trained lay facilitators, who themselves have LTCs, who follow a predetermined script to 
provide a highly structured group programme that includes problem solving and goal 
setting, theoretically informed around social cognitive theory (40, 82, 83). Social 
cognitive theory posits that people learn and modify behaviours from the influence of 
others within their social context (40). A key element of the CDSMP is increasing the 
self-efficacy of participants, self-efficacy being an individual’s perceptions of their 
ability to perform a behaviour (82). Adaptations of the CDSMP have been implemented 
in many countries including Australia and the United Kingdom where it was introduced 
by the National Health Service (NHS) as the Expert Patients’ Programme (EPP) (84, 85).  
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1.3.3 Single condition group programmes 
 
Prior to the prominence of self-management in mainstream healthcare and self-
management programmes such as the CDSMP programme, group programmes most often 
focused on single conditions and condition-specific education (86). Single condition group 
programmes are commonly reported in the literature. These programmes typically focus on 
activities to promote self-management (29). A variety of peak bodies and prominent 
government and non- government organisations for LTCs advocate for group programmes 
as a useful format for LTC self-management support, in their condition guidelines for 
health professionals (76-78). 
It is apparent from their guidelines however, that some of the single condition self- 
management group programmes place more emphasis on biomedical aspects of 
management of the specific condition, and less emphasis on the psychological and social 
aspects of self- management. For example, the aims of the American Association of 
Diabetes Educators are for ‘knowledge and skills’ [for] ‘successful’ disease self-
management to reduce ‘the need for costly healthcare’ (77 p2). International COPD 
guidelines from the Global Initiative for Lung Disease define self-management as having 
‘goals of motivating, engaging and supporting the patients to positively adapt their 
behaviours(s) and develop skills to better manage their disease’ (78 p60). These condition-
focused guidelines suggest the inclusion of multiple structured components to achieve 
better condition management, such as education, symptom management, skills 
development, psychosocial elements, problem solving, behaviour change techniques and 
exercise training. At the same time, although somewhat contradictorily, these and other 
guidelines, also provide various directives for collaborative approaches, such as the 
importance of being patient-focused.  
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1.3.4 The group participants’ support 
 
A key feature of group programmes which sets them apart from one-to-one 
patient/provider self-management interactions, is the presence of other group members 
who are also living with, and managing, LTCs. This unique element of group 
programmes for LTC self- management relates to them being made up of individuals 
with similar experiences of LTCs. Being among others with similar experiences in a 
group has the potential to broaden the scope of support for self-management, compared 
with one-to-one health professional self- management formats (87, 88). In social support 
research, it has been found that the support from secondary ties (such as might occur 
between members of a group) is different to other primary ties (family, close friends or 
health professionals) and can be empowering to individuals by engendering a sense of 
personal control (87, 88). 
Evaluations of the Expert Patient Programme (the UK version of the CDSMP) found 
participants valued the social support they gained from others (49). Interestingly, 
however, support between participants was not an outcome that was sought. Rather this 
was found to be an unexpected benefit. In other group programmes, the support provided 
by other group members has taken the form of social comparison between peers (89). 
That is, participants were encouraged and supported by seeing other group members 
‘doing well’ or successfully managing with their conditions. However, there were also 
participants who saw this social comparison to be a negative aspect of group 
programmes (89).  
Surprisingly, despite the prominence of group self-management programmes, there has 
been little research on the interactions that occur (or not) between participants in sessions 
(29, 65). Some group programmes for people with LTCs specifically emphasise peer 
support and provide guidance that may be relevant to group self-management support 
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formats (90-93). Indeed, evidence of improvements in physical and psychological 
wellbeing from peer support trials hint at the potential benefits of peer support within 
group self-management programmes (88, 90, 92). Yet, within the self-management 
literature there still appears to be a much greater emphasis on self-efficacy, social 
learning and goal setting (informed by psychological behaviour theory) rather than on 
social or peer support (10, 32, 33, 50). This is a surprising omission and presents a gap in 
our understanding of what may be a key mechanism of support that participants gain in 
group programmes. 
1.3.5 The evidence for the utility and effectiveness of group programmes 
Overall, the evidence from randomised controlled and intervention studies of group 
programmes is equivocal, showing modest, inconsistent, and/or short-term effects on 
health outcomes such as clinical condition, health behaviour and quality of life measures 
(29, 47, 56, 76, 79). In many systematic reviews, authors have stated that study, outcome 
and population heterogeneity has limited the ability to provide meaningful conclusions 
about the effectiveness of group programmes (56, 76, 79). While there have been some 
studies which show significant (but modest) effects on condition markers such as blood 
sugar levels in diabetes, quality of life, health behaviour changes and utilisation of 
healthcare (47, 56, 57, 76, 79, 81, 94, 95), the evidence in terms of healthcare utilisation 
and cost reductions is equivocal (29). A recent Cochrane review found little evidence to 
elucidate the active ingredient in group self-management programmes, postulating that 
health benefits could be the outcome of the rapport between group participants and the 
facilitators’ skills (56). 
In contrast to the large body of research on measurable health outcomes, there has been 
less research attention directed to exploring how group programmes are experienced by 
the actors involved: group facilitators and participants (29, 80). There remains limited 
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knowledge about what occurs in practice within group programmes. In contrast to the 
well-known and highly researched CDSMP groups, other group programmes appear to be 
more ad-hoc, and there is less understanding and transparency about how these 
programmes are developed, structured and enacted, including whether they are informed 
by theory and have been evaluated (29). In consequence, for many group programmes, it 
is unclear how they are experienced and perceived by facilitators and the group 
participants themselves (79, 80, 96). Yet, this information is of critical importance to 
health services to understand how they are being delivered and how they are being 
perceived by the users, the people with LTCs. Broadening the research focus to include 
the perspectives of the key actors in group programmes, will help us to elicit a better 
understanding of how they are being delivered, perceived by users (people with LTCs), 
how they work, and where the gaps or barriers in their effectiveness may exist. 
1.3.6 Group programmes in the Australian public health system 
Australia’s health system is described as two-tier, comprising a universal access public 
system and a private health care system (97). The public system is made up of: 1) 
publicly funded hospital services; and 2) the Medicare system which provides a fixed 
schedule of funding to private health practitioners (mainly general practitioners and 
specialists but also nurses and allied health for specific services) who then compete for 
and charge patients at a market rate (98). 
In Australia, health professional led group self-management programmes are funded in 
the public system through public hospitals and through private practitioners (health 
professionals such as dietitians) via the Medicare system. For example, eight hours of 
Medicare funded group programmes are available to individuals with diabetes. For 
individuals with chronic obstructive pulmonary disease (COPD), they may be eligible for 
a hospital or community-based group programme depending on whether they meet certain 
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criteria (99). Yet, for other conditions, the availability of group programmes appears ad 
hoc, not uniformly funded centrally and dependent on geographic location. Hospital or 
community-based organisations may provide group programmes depending on local 
factors however, there is very little data collected or published on this. 
To our knowledge there is little evidence about how group programmes in Australia led 
by health professionals operate, who has access to them or if and how they are evaluated 
(100). There is also little known about their outcomes. The evidence that we do have on 
group programmes in Australia appears to be limited to which type of health professional 
facilitator claims from Medicare. This data shows that group programmes for people with 
diabetes are becoming increasingly dominated by exercise physiologist and dietitian 
facilitated services (100). 
Two recent studies have provided preliminary insights into diabetes self-management 
education groups (101, 102). The first, exploring the experience of health professional 
facilitators, found that facilitators were unclear of the purpose and outcome of 
programmes and felt that their training was limited (101). The second, exploring 
participant motivation employed a psychological theoretical framework and argued that 
programmes should be broadened to be less didactic and more patient-centred (102). 
There is a clear need for a more in-depth exploration of what is occurring in group 
programmes across a range of programmes, using multiple data sources and rigorous 
qualitative methods. 
1.4 Goal setting 
Goal setting is a key element used to facilitate self-management support and appears 
prominently across contemporary LTC policies, self-management models and in many 
LTC intervention studies (26, 46, 48, 103-105). Goal setting is associated with both 
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behavioural psychological approaches to promoting health behaviour change (106-109) 
and with self-management support approaches where it is seen as an important tool to 
elicit patient preferences for self-management (110, 111). In the latter, perhaps broader, 
view, it is envisaged that goal setting is part of the collaboration between patients and 
health professionals supporting patient self-management and the basis for an agreement 
between patients and health professionals on how support should be provided by health 
professionals (50, 112). Authors of self-management models have envisaged a 
harmonisation between the goals of health professionals (typically around health 
behaviour change and clinical outcomes) and the goals of patients (encompassing a 
broader range of medical, emotional and psychosocial related preferences) in health 
professional led goal setting (110). While this is ideal in theory, the literature from one-
to-one health professional/patient goal setting suggests this is not usually realised in 
practice (108, 113). In group programmes, however, there has been very little research 
exploring how goal setting occurs between health professionals and patients (108). 
1.4.1 Definition and theory 
Goal setting as a psychological theory emerged from, and has been extensively studied in, 
the field of organisational psychology where the aim was to increase the productivity of 
workers in industrial sectors in the USA (114). Goals are defined as ‘the object or aim of 
an action’ (115). It is argued in goal theory that setting goals influences human motivation 
for action by focusing attention and effort on a desired outcome (114-116). Research into 
goal setting has focused on uncovering and empirically testing factors that influence and 
increase the likelihood of goal achievement (114, 115). 
The crossover of goal setting into healthcare probably dates from the mid-1990s (117). In 
an article titled ‘Goal setting as a strategy for health behaviour change’, the authors 
proposed that industrial goal setting processes are ‘directly applicable to health behaviour 
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change and maintenance programs’ (117 p191). Social cognitive psychologist Albert 
Bandura’s work on self-efficacy further informed how goal setting was initially 
incorporated in healthcare through its inclusion in the Stanford University CDSMP (34, 
39). The CDSMP focusses on enhancing individual self-efficacy (someone’s perceived 
ability to problem solve and pursue a goal) during the sessions in order to increase the 
likelihood of achieving behaviour change goals (34). 
Goal setting has a central role in other areas of healthcare such as rehabilitation from life 
altering stroke events, injuries and after major back or open-heart surgery (118). Indeed, 
much of the research and guidance around goal setting is from a rehabilitation perspective 
where the central purpose is for graduated improvement in the individual’s functioning 
over a period of time (118, 119). There has been less research attention on goal setting in 
LTCs where the absence of a cure or discrete measures means managing the condition will 
be a lifetime endeavor. 
At a theoretical level, goal setting is complex and multi-factorial. There is empirical data 
that goal achievement is influenced by factors such as the type of goal, goal difficulty, 
goal specificity, goal proximity and, learning versus performance goals (114). More 
difficult goals are associated with a higher level of effort and attention than easier goals 
however, if goals are too difficult, this leads to less motivation in participants. Goal 
specificity is strongly correlated to motivation with more specific goals increasing 
motivation over directives to ‘just do your best’ that have a lower level of attention and 
effort. Proximal goals are associated with more focused effort compared with goals in the 
future. Learning goals, where individuals gain new knowledge and strategies during the 
process of working towards goal achievement, set up individuals for future more difficult 
goals, whereas, a performance approach, where individuals are more concerned with goal 
outcomes than process, is associated with easier goals. As can be seen, the theoretical and 
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empirical research around goal setting is sophisticated and complex. This complexity 
however, does not appear to have been incorporated into goal setting as it appears in a 
healthcare context in self-management policy, models and programmes (120).  
An aspect of goal theory that is prominent in healthcare writings is the notion of individual 
commitment to a goal (118, 121-124). In goal theory it is argued that people are more 
likely to be committed to achieving a goal if the outcomes are meaningful to them and 
their individual context and preferences, and if they believe that they can attain the goal 
(that is, their perceptions of self-efficacy) (114). Ideas around individuals pursuing 
meaningful goals relevant to their social context are common in the LTC policy of 
numerous countries including Australia, as can be seen in the following section. 
1.4.2 Goal setting in LTC health policy 
In the LTC policies of many countries, including Australia, it is recommended that goal 
setting be conducted by healthcare professionals supporting patient self-management (104, 
105). The current Australian Chronic Disease Strategy has prominent notions of goals 
being individually relevant and meaningful, stating that: ‘engaging people in the 
management of their chronic conditions empowers individuals to […] set goals 
appropriate to their health and social needs and values’ (26 p31). Australian doctors 
receive payment to create LTC management plans in which ‘management goals with 
which the patient agrees’ are written in a ‘contract’ and signed (125 p61). A patient’s 
‘shared care plan’ includes: ‘the patient's agreed current and long-term goals: the person or 
people responsible for each activity; arrangements to review the plan by a day mentioned 
in the plan’ (125 p61). While it appears from healthcare policy that goals that are 
collaboratively agreed upon and relevant to patients should be integral to effective goal 
setting in clinical practice, how this translates into practice, and how goals are negotiated 
between health professionals and patients remains unknown, particularly in group self-
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management contexts. 
1.4.3 The evidence for the effectiveness of goal setting in self-management 
Evidence for goal setting has predominantly looked at its effectiveness in achieving 
change in condition-specific behaviours, such as diet, exercise for diabetes, smoking 
cessation for lung conditions and medication adherence for asthma (109, 126-129). Studies 
looking at whether set goals are achieved show high success rates in the short term (66, 
68, 107, 109, 126-130). There has been little evidence showing the link between goal 
achievement and actual clinical outcomes, with authors generally highlighting too many 
confounders to attribute causality (66, 109, 131, 132). A 2016 review revealed statistically 
significant self-reported daily living improvements for participants in self-management 
group programmes in which individual goals were set compared with those without goal 
setting (133). Other benefits described in the literature that are attributed to collaborative 
goal setting activities include improvements in the quality of patient-health professional 
relationships and patient self-efficacy to self- manage their LTCs (66, 109, 131, 132). 
In reviews specific to group programmes, outcomes data about the effectiveness of goal 
setting is inconclusive. For example, limited data in COPD about the goal setting process 
has hindered the ability to show causality although there appears to be no benefit to 
measures of Health Related Quality of Life (HRQOL) and hospital admissions (79); and a 
large UK group diabetes self-management education trial found that goal setting had led to 
behaviour change that lasted up to three months (107); a review of the CDSMP 
programmes did not present outcomes for goal setting specifically rather, for the whole 
programme (81). In a recent scoping review of group self-management programmes goal 
setting was a component in the majority of programmes yet, goal outcomes were not 
reported (80). Collectively these studies reveal little understanding about goal setting due 
to issues with designing quantitative studies that are able to provide meaningful data. 
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1.4.4 The goal setting process: how does goal setting occur in practice? 
There appears to be little consistent evidence in the literature on how goals are set between 
health professionals and patients. In a recent review, Lenzen et al. found considerable 
variation in goal setting practice (108). The review identified five phases of goal setting 
(preparation, formulation of goals, formulation of action plan, coping planning and follow- 
up) however, most studies included in the review did not include all phases (108). 
Moreover, how the goals were negotiated (set) between health professionals and patients 
received scant attention. Pearson et al. in a review of the obesity literature found that goal 
setting activities were generally limited to an agreement between the health professional 
and patient on a specific short-term goal, and then at a follow up, feedback that may 
include a progress review and encouragement (109). 
Goal setting is becoming increasingly embedded in practice. However, a recent review 
about how goal setting is conducted in primary care by Bodenheimer and Handley found 
only eight studies on this issue (120). The review showed health professionals were 
unclear about the purpose of goal setting and had only minimal involvement in the 
process. More recent studies in a variety of healthcare contexts also support the findings of 
this review (103, 134, 135). 
With respect to the type of goals set between health professionals and patients, the 
literature appears to show a distinction, both across and within studies, between health 
professionals focused on condition-specific behaviour change and health professionals 
seeking to elicit goals beyond condition management parameters for goals that are 
meaningful to patients (108, 134). This appears to mirror the literature on different health 
professional approaches to self-management support. The tendency in healthcare goal 
setting research trials however, seems to be for health professionals to direct patients to set 
goals for narrow health behaviour change, evidenced by the numerous intervention studies 
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where goal setting is purposed for pre-determined change in exercise, diet and smoking 
behaviors (108). This is further confirmed by research into practice identifying health 
professionals’ and health services’ tendencies to prioritise pre-determined goals over the 
goals of patients (134). Yet, when goal setting activities are collaborative and goal type 
unrestricted, patients have been shown to set goals for daily living (beyond the medical 
management of their conditions) including goals oriented around relationships and 
socialising with friends and family members, finances, independent living and 
employment (66) (see following section 1.4.5). 
1.4.5 Patients’ and health professionals’ perceptions of goal setting 
There is evidence to suggest that disparities exist between the self-management goals 
health professionals seek for their patients and the self-management goals people with 
LTCs have for themselves (13, 64, 103, 129, 136-138). This has been found across a 
range of LTCs including type 2 diabetes (139), COPD (140), asthma (103, 130, 141), 
allergic rhinitis (142) and depression (143). This body of research shows that health 
professionals focus mainly on condition management goals around adherence to 
medications, clinical measures, reducing complications, condition progression and 
minimising symptoms, whereas, patients focus on broader lifestyle issues they see as 
personally relevant. These include, for example, issues related to fatigue, stress and sleep 
and how they can incorporate exercise into their lives (13, 103, 136-138). Patients 
perceive that their health professionals are focused on the management of their 
conditions, particularly the pharmaceutical treatments (13). 
Some evidence shows that many health professionals intend to work on goals that are 
personally meaningful to their patients (134). In practice, they find collaborative goal 
setting challenging. In particular, health professionals identify that getting patients to 
articulate a tangible goal is difficult and time consuming (30, 103, 144, 145), and system 
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related constraints negatively influence health professionals’ capacity to engage in 
collaborative goal setting with patients, such as the need to demonstrate service 
effectiveness (24, 121, 134). Health professionals also speak of wanting to avoid conflict 
and family dynamics (121). Some authors have described a ‘perceptual gap’ whereby, 
despite talking about the importance of patient-centredness, health professionals are 
unlikely to mention patients’ needs when discussing goal setting (121, 134). The 
challenges encountered by health professionals around goal setting, have, to our 
knowledge, not been investigated in research about group programmes. 
1.4.6 Contemporary notions of goal setting in the literature 
In recent years, the shift towards person-centred models of care in LTCs has resulted in 
simultaneous shifts in the notion of goal setting in LTC policy and clinical guidelines. 
Contemporary conceptualisations of goal setting have moved towards broader purposes of 
(re)prioritising the needs and aspirations of the patient over the needs of the practitioner, 
moving away from traditional approaches to goal setting which have tended to focus more 
narrowly on specific lifestyle behaviour change approaches (18). What matters to patients, 
in terms of their desires and goals for self-managing (or living well with) their LTCs, is 
being increasingly described in policy as important to effectively support people with 
LTCs (146, 147). As Morgan et al. have identified in their review of approaches to self-
management support, there is a clear need for goals and goal setting in LTC management 
support to move beyond a narrow approach underpinned by education, medical 
paternalism and pre- determined medical goals, towards broader approaches focused on 
what it means to live well with LTCs (from the perspective of the patient), which take into 
account the wider psychosocial and environmental contexts within which patients are 
living with and managing their conditions (50). 
There is also a growing body of work that has questioned aspects of goal setting, such as: 
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the appropriateness of goal setting as a routine aspect of LTC healthcare interactions; how 
to resolve health professional concerns about enabling broader patient goals; and what 
boundaries health professionals have in the type of goals they are willing to support 
(33,148). This work has identified a risk that when ‘inappropriately normative’ condition 
management goals (deemed important by the healthcare professional) are preferenced 
over what is important to the patient, this may harm the therapeutic relationship between 
practitioner and patient. It is thus timely to interrogate goal setting as it occurs in practice, 
in contexts such as group self-management programmes, where there has been limited 
research undertaken. 
1.4.7 What is missing in understandings of goal setting? 
There is little literature on how goal setting is enacted in self-management group 
programmes and the perceptions and experiences of health professionals and patients who 
are participating in goal setting. Goal setting is proposed in policy and theory as a tool to 
aid negotiations between health professionals and patients about how patients will pursue 
their self- management, and importantly, how health professionals will support patients to 
self-manage. Goal setting, as it is stated in contemporary policy and practice guidelines, 
appears to implore health professionals to adopt a broader approach to self-management 
support focused on assisting their patients with LTCs to live well with their conditions (as 
opposed to managing their conditions well). Within this approach there is an emphasis on 
exploration and prioritisation of what is important and relevant to patients. Yet, insights 
into goal setting practice show that there may be disconnects between this policy ideal and 
how goal setting is enacted in reality, where there appears to remain a narrow focus on 
health behaviour changes (particularly diet, exercise, weight loss, adherence to 
medications) to achieve pre-defined physical health outcomes (such as improvements in 
biomarkers). 
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1.5 Summary 
There is now compelling evidence for the need for approaches to self-management 
support to move away from a narrow focus on supporting patients to manage their LTCs 
well, and towards a broader and more inclusive approach to support which encompasses 
medical, social and psychological aspects of living with LTCs, if we are to more 
effectively help people with LTCS to live well. This is also supported by contemporary 
government policy. 
To achieve this aim, there is a recognised need for health professionals to work more 
collaboratively with patients to better understand their lived experiences of LTCs, their 
capabilities to self-manage their LTCs and their wider social context. A key part of 
improving this understanding is for health professionals to consider their preferences and 
goals, and work with their patients to achieve these goals. It has been shown that people 
who are working towards goals that are meaningful to them are more likely to commit to 
pursue that goal and its achievement (114), and their self-efficacy in managing their 
conditions increases (66, 109). The process of eliciting what is meaningful to patients can 
also strengthen the therapeutic alliance between health professionals and patients (66). 
In practice, however, health professionals tend to remain focused on medical aspects of 
managing LTCs (particularly reducing risk, symptom management and condition 
measures) in their efforts to ‘treat’ the problem (13, 64, 103). They are less likely to focus 
on supporting the broader range of medical, psychological and social aspects of living 
with LTCs, known to be important for patients self-managing LTCs (13, 64). 
Unsurprisingly, it has been argued that there may be a mismatch between the goals of 
health professionals and the goals of patients for self- management (148). This has 
implications for the provision of self-management support and patient engagement with 
self-management, and may partially explain why the evidence for the effectiveness of goal 
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setting for self-management support is equivocal. 
A considerable body of work has shown how one-to-one interactions between health 
professionals and their patients impact on the experience of self-management support and 
its outcomes, including how goals are set. However, there has been considerably less 
attention to self-management support that is delivered in group formats and the 
experiences of group facilitators and participants. It is this key gap in the research, 
therefore, that this thesis seeks to address. 
Exploration of the experiences of the group facilitators and participants of self-
management support programmes will help improve understandings about how group 
programmes are being delivered and how support is perceived and received. Without this 
knowledge, it is difficult to know what mechanisms and processes are important in these 
programmes in supporting self-management and helping people with LTCs to self-
manage their LTCs effectively. There is little known about what elements of support in 
group programmes, including around goal setting, are meaningful to participants. This 
knowledge is essential if we are to improve our understandings of LTC self-management 
support and goal setting and inform how to achieve improvements in patient engagement 
and potential outcomes. 
1.6 Aims 
The overall aim of this thesis is to investigate the experiences of health professionals and 
patients participating in group programmes for LTC self-management support. To do 
this, two research questions are proposed: 
1. How is LTC self-management support in group programmes perceived and
enacted by group facilitators and participants?
2. How are goals for self-management developed, negotiated, enabled
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and/ or constrained within group programmes? 
To address these overall aims, this thesis will address the following objectives, namely to: 
1. investigate the literature on the experiences of participants and facilitators of
group programmes for the self-management of LTCs [Chapter 2];
2. investigate how health professional facilitators conceptualise self-management
support and its provision in group programmes [Chapter 3];
3. explore what support participants receive in health professional-led self-
management support group programmes, where they receive it from and what
they value about it [Chapter 4];
4. examine how both facilitators and participants perceive and engage with goal
setting elements of group self-management programmes [Chapter 5].
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1.7 Methods 
1.7.1 Why qualitative methods? 
In this thesis the research design uses qualitative methodology. Qualitative research 
methods are widely recognised and employed to understand complex phenomena such as 
the lived experiences of health and illness and the delivery of health services, where 
quantifiable outcomes do not adequately explain in-depth what is occurring (149). They 
are particularly useful when exploring individual perceptions, beliefs, values and 
motivations and for understanding human interactions and organisational performance 
(150). In this exploratory study, a qualitative research design and approach was 
undertaken because the aim was to uncover and understand the complexities in the 
delivery of group programmes and how these group programmes are experienced and 
perceived. Quantitative evaluations have, so far, not been able to provide this information 
and numerous reviews have recommended explorative qualitative research in this context 
(29, 79-81). 
Taking a critical and interpretivist lens to current practice is useful to identify and question 
prevailing assumptions, power structures and dominant understandings (151). An 
‘interpretivist’ approach further assumes there is no one truth and that multiple meanings 
and realities are possible (this is in contrast with positivist quantitative research and some 
forms of qualitative research where the underlying philosophy is to get closer to a truth) 
(151). With this in mind, the beliefs, actions and experiences of the key actors (the health 
professional facilitators and participants) of health services in naturally occurring settings 
and situations will provide a more nuanced understanding of group programmes to support 
self- management and, ultimately, through research dissemination should lead to service 
improvement through policy and practice change (150) 
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1.7.2 The research focus 
The primary focus of this thesis is the enactment of self-management support and the role 
of goal setting in group programmes. This study is underpinned by a broader overarching 
research question: what occurs in self-management group programmes? As the study 
progressed, and in order to more closely address the aims, the research became more 
focused on specific research objectives (see 1.6 Aims p 33) (152). 
1.7.2.1 The study design 
Qualitative health research typically involves data collection methods such as interviews, 
focus groups, observations and written documents, either alone or in combination (150). 
Using more than one form (referred to as data triangulation) allows us to explore a 
phenomenon from more than one angle, and this can provide a more complete 
understanding of the phenomena and the context in which it occurs, allowing for a more 
robust analysis (150). Data for this study was drawn from: (1) observations of LTC self-
management group programme sessions; (2) interviews with facilitators and interviews 
with participants of group programmes; and (3) course materials and participant work 
books (see figure 1 for data sources). Researcher field notes were taken, which added to 
contextual understanding, reflection and aided data interpretation (153). 
Non-participant observation was used to systematically record the behaviours and 
interactions in the group programmes (150). Insights from observations informed the 
development of the semi-structured interview schedules (150). They formed an important 
part of the data collection and contextual understanding through the researcher being 
present in this setting over numerous group sessions. In particular, observations provided 
understanding of the context of the groups, how group programmes were delivered, and 
the interactions and responses that occurred both between participants and facilitators and 
between participants themselves. This contextual information informed and increased 
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rigour in data analysis. 
One-to-one interviews are one of the most widely accepted techniques for allowing 
individuals to express their views and experiences openly and to gain knowledge about 
their experiences, from the perspective of the person (154). Individual interviews are 
preferred over focus groups when exploring sensitive topics (such as living with and 
managing LTCs), when the safety of potentially vulnerable or marginalised interviewees 
is important, and so interviewees can provide their opinions without fear of organisational 
repercussions or others’ responses (this potentially applied to both group participants and 
group facilitators in this study) (150). 
Semi-structured interviews elicit in-depth responses covering feelings, beliefs and 
opinions from the interviewees’ experiences and conceptions (155). A strength of this 
data collection method is that a semi-structured interview format enables specific topics to 
be covered yet provides scope for additional questions and topics to be further explored. 
Interview data were analysed and presented in Chapter 3 (group facilitator interview 
transcripts), Chapter 4 (group participant transcripts) and Chapter 5 (both group facilitator 
and participant transcripts). 
The written documents that were provided to group participants of the programmes by 
facilitators were used by the researcher to better understand the structured aspects of the 
study programmes (150). They were also included to inform questions in the interviews 
(150) and for data triangulation when analysed and presented in Chapter 5 together with
group facilitator and group participant interview transcripts to provide an additional form 
of information about the programmes including the kinds of information provided to 
participants and the information participants filled into their workbooks about goals. 
The four main data sources were triangulated together with field notes that accompanied 
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all data collection (observation, interview and any other interaction with the group 
programmes). To gain a broad understanding of the field and context around self-
management support, goal setting and group programmes, the researcher, for the duration 
of the study, also sought out other researchers, health professionals and consumers of 
healthcare with diversity purposively. Further, the researcher strategically followed other 
similar research projects, twitter feeds, various media, key authors and opinion leaders 
and informed individuals. Engaging with current discussions enabled personal 
assumptions and biases to be reflected on and challenged (156). 
1.7.2.2 The conditions 
Three LTCs were selected as exemplars of patient self-management and goal setting 
practices, and the provision of support in group programmes for patient self-
management: chronic obstructive pulmonary disease (COPD), obesity1, and type 2 
diabetes. These LTCs are high in prevalence (2, 157). Data from the Australian National 
Health Survey in 2014-15 shows: 5% of people over 40 have been diagnosed with COPD 
(2); 6% have been diagnosed with type 2 diabetes (2); and 28% of adults are considered 
to be obese (63% of adults are considered either overweight or obese) (158). 
The conditions were also selected for their diversity across characteristics, populations 
and associated self-management practices. For example, COPD is a progressive 
condition highly associated with tobacco use, is more prevalent in individuals over 40 
and self-management can be inclusive of co-morbidities, exercise intolerance, anxiety 
and social stigma (78). Type 2 diabetes is progressive, has many co-morbidities and 
requires strict adherence to diet and 1.2exercise guidelines (2). Obesity is increasingly 
seen across all ages and is a highly visible and socially stigmatised condition (158). All 
1 Note: a number of global and national medical organisations have recognised obesity as an 
LTC (157, 158) 
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three conditions require ongoing self-management which is an important part of their 
treatment guidelines and/or clinical management (78, 129, 158). Group programmes for 
these conditions are commonly in the literature as the focus of intervention studies (29).  
1.7.3 Research ethics 
Ethics approval was obtained from the Sydney Local Area Health District (SLHD) 
Human Research Ethics Committee (Protocol no: X15-0214), and from the University 
of Sydney Human Research Ethics Committee (Project no: 2016/898) (see Appendix 
A). 
1.7.4 Sampling and recruitment 
1.7.4.1 Sampling 
The sample included publicly funded, health professional led group programmes in NSW, 
Australia, a pragmatic choice as it afforded relatively cost-effective access for the 
researcher who was based in Sydney, NSW. A purposive sampling strategy was used to 
ensure a diverse range of group programmes were included across the three conditions, 
metropolitan and regional locations, and hospital and community-based settings (150). As 
discussed in Chapter 1, the concept of self-management support has been interpreted in a 
variety of ways (see 1.2.1 p7). Consideration was given to this in deciding the sampling 
parameters for group programmes and it was decided to include group programmes which 
self-described as supporting people to self-manage. This was supported by recent research 
into group self- management support inclusive of all LTC group programmes as being self-
management support if they aim to support patients’ ‘health-related activities’ (159). 
Interview participants were facilitators and participants in these groups. 
1.7.4.2 Recruitment 
Group programmes were identified through research team contacts and networks as well 
as online searches. Initial contact was with the person identified as having responsibility 
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for each group programme via email and/or telephone, at which time information was 
provided to explain the purpose of the study, what participation entailed and to answer 
further questions and concerns. Written information was sent or emailed. Invitations to 
participate were extended and willing personnel were provided a study consent form. 
The facilitators of the group programmes (if different from the initial contact person) 
were provided an information sheet about the study and invited to participate, that is, 
have the researcher observe their group programme sessions and participate in a follow 
up semi- structured interview. 
Recruitment of group participants for observations and interviews occurred at the 
beginning of a group session. Study participants were informed that the researcher was 
seeking to observe two or three sessions of their group programme at which written notes 
would be taken. Group participants were provided written information and those willing 
provided signed consent. Consent for individual interviews was provided separately. 
All group facilitators and group participants were informed that the researcher collecting 
data was a PhD candidate with an interest in LTC management conducting a project on 
self- management and goal setting. 
1.7.5 Data collection 
The observation data were collected at two time points. Where the researcher felt it would 
be beneficial to provide a more complete picture of the enactment of the programmes a 
further observation was included at a site (160). In order to minimise the effect of having 
a researcher present during group sessions on the usual running of the group, every effort 
was made to position the researcher in a minimally obtrusive location in the room, to wear 
neutral clothing similar to that worn by participants and to maintain a neutral expression 
(160-162). Data was collected using written observations (the use of recording equipment 
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was considered a risk as it may change the behaviour of group facilitators and 
participants). Data recording initially described the room and participants, then ongoing 
observations of interest and a general room scan at 15-minute time points (see appendix B 
- Observation schedule template).
The interview data were collected in a single long individual interview following at least 
one observation of a group session in which the facilitator or the participant had 
participated. This enabled discussion of observed group processes. An interview guide was 
constructed to enable participants to share in-depth and meaningful information about their 
experiences in the group programmes. The interview guide was piloted with one group 
participant and one health professional facilitator respectively (163). 
The interview guide identified general areas for exploration in the interviews and interview 
questions and prompts were developed within these. Early warm up questions asked about 
how long people had had their conditions and about their lives in general. The following 
main interview questions were informed by a systematic review of the literature on the 
experiences of group facilitators and participants (presented in Chapter 2). The interview 
guides can be found in appendix B. 
1.7.6 The relationship between the researcher and the participants 
Researcher interviewer skills were gained from a mix of past experience and new 
learnings. Past experience included 28 years as a healthcare professional in clinical 
practice and a recent qualitative masters degree. New skills were acquired through 
attendance at an online qualitative research method unit of study at the University of 
Sydney (BACH5255), attendance at a person-centred group facilitation course (University 
of Sydney), ongoing reflective discussion with supervisors, practice interviews and 
extensive reading. 
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Group participants interviewed were diverse in terms of their socio-demographic and 
economic circumstances (for example, gender, socioeconomic status, age) and 
experiences (for example, severity of illness, length of time since diagnosis). The 
researcher engaged in ongoing reflection (individually and with supervisors) to ensure 
they developed and maintained a trusting relationship in interactions with study 
participants. The researcher endeavoured to ensure that all interactions with participants 
protected their wellbeing and privacy, in line with ethics requirements. We were 
particularly mindful of ensuring that interviews did not adversely affect the therapeutic 
relationships between participants and facilitators. Mitigation of this risk included 
taking care in interviews to remain neutral if interviewees provided criticism of other 
actors in the group programmes or the individuals’ healthcare team. 
1.7.7 Organisation of data 
Data were transcribed immediately following each interview using a professional 
transcription service, checked for accuracy with the audio and de-identified. All data 
were stored securely according to the University of Sydney data management policies. 
1.7.8 Analysis of data 
It is increasingly understood that rigorous qualitative research methods rely on the 
assumption that meaning is not inherent in the data, rather, it is a requirement of the 
researcher to interpret the data for meaning (151). This is in line with an 
interpretivist approach, that assumes there is no one truth and that multiple meanings 
and realities are possible (151). 
Data analysis commenced as data was collected and was inductive (155). Early concepts 
were derived iteratively and these shaped how subsequent data was collected (150, 155). 
This is conceptualised in the literature as a back and forth process (155). Thematic 
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analysis, ‘a method for identifying, analysing and reporting patterns within data’ (164 
p79), was used because it enables the transformation and description of phenomena and 
the presentation of a clear in-depth account of what has been found (155). To conduct 
thematic analysis, recurring themes were sought from the data following a long period of 
researcher immersion, coding and categorisation of the data (155, 164). 
The process of data analysis (systematic immersion, coding, categorisation and 
identification of themes) began with the collection of the first data, note taking and 
discussion with supervisors and broader team members (155). This continued as new data 
were added to the data set and early assumptions and emerging ideas were tested. During 
data collection, subsequent study sites were purposively added as a result of early data 
readings and preliminary analysis so as to broaden and diversify the sample, and the 
interview guides were reflected upon and discussed with supervisors to ensure they were 
providing data to answer the research questions (155). 
Data were coded manually and using qualitative data software NVivo using descriptive 
labels for each interview and across the dataset. The researcher met frequently with 
supervisors during the analysis process to compare and/or challenge individual 
interpretations, ensuring that analysis was conducted rigorously. Emerging ideas and 
themes were further discussed and refined as the process continued and raw data revisited 
in an iterative back and forth process. 
Categories were created from the coded data. This included revisiting of raw data and 
consideration of different context. From these categories, themes were identified that 
provided an interpretation of the data and answered the study research questions. The 
categorisation and identification of themes further involved discussions with supervisors, 
the broader research team and colleagues. Theory (for example Social Support in Chapter 
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6) or policy documents (for example Chapter 4) were used in the identification of themes
and writing of the findings and discussion to assist with the explanation and interpretation 
of the data and for consideration of the findings in other contexts (150). Chapters 4, 5 and 
6 contains more detailed descriptions of data analysis specific to their respective study 
aims. 
1.7.9 Researcher reflexivity 
It is accepted that in qualitative research the researcher is themselves an integral 
component of a study (156). They co-produce the data through their interactions with 
participants and are involved in interpreting data. Engaging in reflexivity ensures that 
the researcher explicitly reflects on and acknowledges aspects of their background, 
assumptions or behaviour that may influence the study and their interpretation of the 
data (156). As a practitioner with 28 years’ experience, it was important for me to reflect 
on how this shaped the ways in which I viewed self-management, LTCs and the health 
professionals and patients who were participants. I challenged biases and assumptions 
throughout the study by reflective writing and reflective discussions with a diverse range 
of both health professionals and non-professionals (lay people). 
In each of the following chapters, further description of the methods used for each 
study is provided. 
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The previous chapter laid the political, healthcare system and theoretical foundation and 
background for this doctoral thesis, outlining the concepts around self-management support 
in LTC group programmes. Current LTC policy and clinical guidelines advocate for a broad 
interpretation of self-management in which support covers medical, emotional and social 
aspects of LTCs and prioritises individual needs, preferences and goals. In light of the 
medical outcomes research focus to date that has revealed only inconsistent short-term 
evidence for group self-management programmes, a good understanding of the experience of 
the facilitators and participants is necessary, and of their perspectives on goals and goal 
setting. 
This first study was a systematic review of qualitative research investigating the experiences 
of participants and facilitators of group programmes for the self-management of long-term 
conditions. Our objective was to explore what is valued by facilitators and participants, and 
the similarities and differences between their experiences. This review informed the 
following chapters of the study. 
This chapter has been published in Patient Education and Counseling, 2017; 100, p2244-
2254. doi.org/10.1016/j.pec.2017.06.035 
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Objective: Our aim was to systematically review the qualitative literature about the experiences of both
facilitators and participants in a range of group-based programmes to support the self-management of
long-term conditions.
Methods: We searched 7 databases using the terms ‘self-management’, ‘group’ and ‘qualitative’. Full text
articles meeting the inclusion criteria were retrieved for review. A thematic synthesis approach was used
to analyse the studies.
Results: 2126 articles were identiﬁed and 24 were included for review. Group participants valued being
with similar others and perceived peer support beneﬁts. Facilitators (HCP and lay) had limited group
speciﬁc training, were uncertain of purpose and prioritised education and medical conformity over
supportive group processes and the promotion of self-management agency and engagement. Overall,
studies prioritised positive descriptions.
Conclusion: Group programmes’ medical self-management focus may reduce their ability to contribute to
patient-valued outcomes. Further research is needed to explore this disconnect.
Practice implications: This review supports broadening the scope of group-based programmes to
foreground shared learning, social support and development of agency. It is of relevance to developers
and facilitators of group self-management programmes and their ability to address the burden of long-
term conditions.
© 2017 Elsevier B.V. All rights reserved.
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1. Introduction
Self-management is promoted as a solution to the increasing
burden of disability and demand for health care associated with
the rise in prevalence of long term conditions [1–4]. Improvements
in self-management are expected to improve health service
utilisation and better enable people to ‘live well’ with long-term
conditions [5,6]. This paper focuses on group-based self-manage-
ment programmes which are often proposed as a cost-effective
and evidence-based approach to supporting people with long term
conditions [7–11].
Deﬁnitions of self-management have evolved over time, with
more recent deﬁnitions focusing on the individual’s ability to
manage the symptoms, treatment, physical and psychosocial
consequences and the associated inherent lifestyle changes [12].
Alongside this, self-management support is deﬁned as what
healthcare professionals, healthcare providers and the healthcare
system do to assist patients with managing their condition [13–16].
Group self-management programmes vary in their purpose and
content [11,17], often including educational components and
support for making behavioural changes as well as some group
interaction and peer learning. The most widespread group-based
programme is the Stanford Chronic Disease Self-Management
Program (CDSMP) which has been adopted in the UK, Europe,
Canada and Australia [18]. This peer-led programme is reported to
seek to increase individuals’ self-efﬁcacy to manage conditions
[19–21]. The CDSMP facilitators’ role includes programme delivery,
managing group dynamics and modelling healthy behaviours [22].
Group programmes for self-management of individual conditions
such as diabetes and chronic obstructive pulmonary disease
(COPD) follow standards and guidelines from national and
international organisations, [23,24] [25] (see Appendix A.). Impor-
tantly, contemporary principles emphasise a patient-focused,
collaborative approach and self-management elements such as
education, symptom management, skills development, psychoso-
cial elements, problem solving, behaviour change techniques and
exercise training [23–26]. Desirable facilitators’ competencies
include intervention delivery, understanding of behaviour change
techniques [25], expertise, communication skills, emotional
support and a goals focus [23].
Studies seeking evidence of the effectiveness of group-based
self-management programmes show mixed results with only
relatively modest short-term improvements in outcomes and
equivocal evidence in healthcare utilisation and cost reductions
[21,27–29]. Some studies do not differentiate between group and
individual delivery making it difﬁcult to draw conclusions [30–32].
Few reviews have focused speciﬁcally on groups or non-
experimental studies [33]. An exception is a recent qualitative
scoping review of the psychological beneﬁts of self-management
group participation [34].
Criticism of group programmes has emanated from the UK and
its CDSMP inﬂuenced, state funded ‘Expert Patient Programme
(EPP)’ [8,9,35,36]. Speciﬁcally, criticisms relate to over enthusiastic
promotion of ‘modest outcome effects’ and the prioritisation of
reducing demands on healthcare over addressing the needs of
those living with a long-term health condition. Further commen-
tary highlights issues of low reach [1,36], high drop-outs and poor
attendance [9,37]. There has been limited research that explores
the experiences of participation of participants and/or facilitators.
Understanding these experiences will provide additional insight
into the role of group-based programmes, how they work and their
potential to support self-management. The aim of this paper is to
investigate, through a systematic review of qualitative research,
the experiences of participants and facilitators of group pro-
grammes for the self-management of long-term conditions. Our
objective is to explore what is valued by facilitators and
participants, and the similarities and differences between their
experiences. The review informs a larger study aiming to better
understand (1) how self-management support is interpreted and
enacted; and (2) how self-management goals are negotiated
between people with long-term conditions and their healthcare
providers.
2. Methods
2.1. Search strategy
Seven electronic databases were searched by the lead author
(SH): Scopus, Medline, PsychINFO, AMED, Cinahl, Sociological
Abstracts and Embase. The search was limited to peer reviewed
studies published in English during the period from January
2000 to February 2016, chosen to include the introduction of
the CDSMP. Articles were identiﬁed using the keywords: self-
management (or self-care); group; and qualitative. These terms
were used to capture the qualitative studies of group
programmes that used or referred to the ‘self-management’
and/or ‘self-management support’ concepts. Self-management
was considered alongside self-care because; despite conceptual
differences [15]; the terms appear interchangeably in studies.
The term ‘qualitative’ was used to identify articles exploring the
experiences of group participation. A hand search (including
reference lists) and February 2017 re-run of search terms was
conducted.
2.2. Eligibility
Eligibility for inclusion of papers was based on 4 criteria.
Studies were included if they: studied group programmes for self-
management; used qualitative methods; focused on the experi-
ences of being a participant (both completers and non-completers)
and/or a facilitator; and were for long-term conditions generically,
diabetes, COPD or obesity. Including conditions with different
characteristics was important to provide diverse self-management
programmes. Further these three conditions were chosen for their
increasing prevalence [38], and/or guidelines for management that
refer to group-based programmes.
The search yield was initially screened by title and abstract (SH).
Full texts of the retained studies were obtained and screened
independently by two authors (SH, LS or SL) for eligibility. Any
discrepancies were discussed until consensus was achieved.
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Quality of articles was critically assessed independently by two
researchers (SH and LS or SL) using the Critical Appraisal Skills
Programme (CASP) Qualitative Checklist [39]. A three tier ratings
scale [40] was used to grade the studies as ‘strong’ (greater than
two thirds ‘yes’ scores), ‘moderate’ (between one and two thirds
‘yes’ scores) or ‘poor’ (less than one third ‘yes’ scores). Studies of
poor quality were excluded.
2.3. Analysis
Initially, following the Pound et al. [41] approach, studies were
organised by publication date, country, participant characteristics,
data collection methods, programme focus (condition), pro-
gramme description, facilitator type and data source. Study
ﬁndings, ﬁrst order (respondent quotes) and second order
(authors’ interpretations) constructs, were grouped into facilita-
tors or participants for separate coding. Analysis was conducted
thematically following Thomas and Harden’s (2008) [42] three
step method for thematic synthesis. Step 1, initial coding was
conducted line by line by SH. Step 2, descriptive themes were
constructed and compared across the contextual groups of
programme focus (condition), programme description and facili-
tator type. Step 3, analytical themes were developed which
integrated and synthesised the themes from studies on group
facilitators and group participants. Descriptive and analytical
themes were reﬁned through discussion with, and independent
review by, LS and SL. Interpretation differences were resolved and
consensus was reached through regular discussions (SH, LS and
SL). Group discussions enabled critical reﬂection and challenging
of assumptions brought to data interpretation and resolution of
differences. The process of analysis is shown in Fig. 1. Guiding this
review was an interpretivist viewpoint from which we considered
the individuals’ (participants and facilitators) meanings of group
programme participation.
3. Results
After removal of duplicates (n = 386) an initial yield of 2126
titles and abstracts were screened and 40 met the inclusion
criteria. After full text review and quality appraisal (‘poor’ excluded
n = 3), 24 articles were included in the review. Fig. 2. provides a
PRISMA ﬂow diagram of this process. An overview of the studies
included in the review is in Table 1.
The 24 included studies were from the UK (n = 5), the USA (n = 5)
Europe (n = 6), Australia (n = 4), Canada (n = 2), South Africa (n = 1)
and Thailand (n = 1). Group programmes were diverse in terms of:
facilitator (HCPs (n = 11), peer lay persons (i.e., a person with a
long-term condition) (n = 6), lay persons (i.e., a non-HCP) (n = 5),
co-led (i.e., a HCP and a lay person) (n = 2)); condition focus
(generic (n = 11), diabetes (n = 10), COPD (n = 2), obesity n = 1); and
programme (self-management (n = 13), education for self-man-
agement (n = 5), lifestyle (n = 2), group medical visit for self-
management (GMV) (n = 2), support (n = 1), self-help (n = 1)). Data
collection methods included individual interviews (n = 17), focus
groups (n = 9) and observations (n = 3). Nine used more than one
method. Study data was reported from group participants (n = 12),
group facilitators (n = 5) or both (n = 7).
Of the 19 studies with participant data, no studies included
programme non-completers. All of the studies that were lay-,
community health worker-, or co-led (n = 13) noted that the
facilitators received training prior to the programme. In contrast,
only two HCP-led programmes mention programme-speciﬁc
training [43,44]. Seven studies were part of an intervention with
an evaluation component [44–50]. A summary of the character-
istics of included studies is presented in Table 2.
Three main themes were identiﬁed: (i) The value of the group to
participants; (ii) Tensions and challenges of group leadership; (iii)
Dichotomised categorisation of participants and behaviours as
positive or negative. Each theme will be discussed in turn.
3.1. Value of the group to participants
A prominent theme across the studies involving participants in
group programmes was the value placed on being part of a group
and interacting with others who shared similar condition-related
experiences. The latter included both the social beneﬁts of being
with others living with a long-term condition, and the beneﬁts of
sharing knowledge and skills and working together with group
members. Whilst studies emphasised the positive experiences of
participating in a group programme, negative experiences were
uncommon. Only two studies reported group participants
perceiving little value from the group or afﬁnity with group
members [51,52].
3.1.1. Being with people like me
The importance of being with people who shared similar
experiences (and challenges) of living with a long-term condition
was evident across both condition-speciﬁc (e.g. diabetes) and
generic self-management programmes. The group participants
reported feeling a sense of ‘common purpose’, ‘being in the same
boat’ and ‘solidarity’ with other group members [47,51,53–55]. In
some studies, participants said that their illness experience was
‘acknowledged’, ‘accepted’ and ‘validated’ by other group members
[45,50,51,55,56]. They also noted feeling implicitly understood in
the group [53]. This was unlike in other social groups and social
settings, for example with family members and friends, where
group participants sometimes reported concealing or minimising
their condition because of shame, guilt or fear of being a ‘burden’
[45,50,51,55,56].
Group participants also said that being with similar others
made them feel less alone, less isolated and less marginalised
[45,46,50,56] because the group fosters a sense of ‘belonging’,
social inclusion and emotional support [43–48,50,51,54,57]. This
was evident even in programmes with minimal group interaction,
such as programmes mainly focused on exercise or education [48].
The group was described as a ‘safe’, ‘open’, ‘equal’ and ‘non-
Fig. 1. Example of thematic synthesis steps.
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judgemental’ space where participants felt comfortable to share
both positive and negative experiences and feelings [44–
46,49,51,53,54,58].
Participants described how the group environment provided
everyone with the opportunity to ‘have a voice’, ‘tell your story’,
‘talk freely’ and ‘open up to others’ (both group participants and
group facilitators) who were empathic, encouraging and viewed as
‘their equals’ [43,44,47,49–51,53,55,58]. Group participants, par-
ticularly those from ethnic minority populations, low socioeco-
nomic backgrounds or rural areas, described feeling more
comfortable and less intimidated asking questions in a group
setting than in one-to-one interactions with a healthcare
professional [43,49,58].
With a group you have a feeling of being part of many, whereas
when I’m here with you or with my doctor, or one-on-one, quite
often you’re intimidated by someone who knows more than you do.
Participant, Generic SM, Group medical visit (GMV) [58]
Group interactions were important to group participants and
were emphasised more strongly than other aspects of group
programmes (such as course content or skills acquired). This was
most in evidence in studies which explicitly sought participants’
views about programme structure and process, over participant
experience [59]. However, in a number of studies, some
participants expressed disappointment that their programme
provided limited opportunities to interact with other participants
and were critical of the rigidity of programmes or programme
facilitators which they felt constrained group interactions which
were deferred for tea breaks and before and after class [43,50,56].
Sometimes it hurts me a little bit to see that some people are
directly cut off if they want to add something or that they are put
off until the break. Participant, Generic self-management [50].
Group settings also provided opportunities for participants to
compare their own situations to those of others. Group partic-
ipants in a number of studies reported this to be beneﬁcial
[44,48,51,53,55,57]. ‘Downward comparisons’, where participants
compared themselves with ‘worse off’ group members, made
individuals feel more positive, ‘lucky’, or motivated them to
manage their condition to prevent worsening symptoms:
I did think “Well you’re not as bad as what other people. . .” And I
looked at some other diabetics and they were in quite a bad way,
you know. Oh God, I’m quite lucky really... Yeah it was good. It did
make me feel good. . . Participant, Generic SM [51]
Upward comparisons, although less common, were reported as
providing reassurance, inspiration and motivation for some
participants [55], for example, by seeing more experienced others
‘doing well’ [50]. In contrast, in one study, observing others ‘doing
well’ could be distressing or threatening for some group
participants [51].
3.1.2. Working together and learning from each other
Participants articulated valuing knowledge, ideas and skills
gained from others through working and problem solving together
[43–47,50,51,54,55,57,60]. Sharing experiential knowledge and
strategies (including difﬁculties, challenges and emotions) helped
group participants to improve their understandings of their
condition [47,56] and adopt new strategies for self-management
[44,45,47,55–57]. In some studies, participants reported that other
group members were able to translate (often) complex medical
information from the programme facilitator into a form which
‘made sense’ [45,56]. In this way, group members could help bridge
gaps in understanding of information between group facilitators
and group participants.
Fig. 2. Diagram for selecting studies – PRISMA.
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Table 1
An overview of the studies included in the review.
Study Programme/
leader
Aims Method Sample Findings CASP score
Monninkhof
et al. [48]
Netherlands
COPD SM/HCP
(various)
To assess how patients
perceive the effects of
intervention on quality of
life.
Semi-structured interviews;
grounded theory analysis
20 participants Fitness programme most valued Strong
Increase self-conﬁdence, coping
important
Frequency follow-up increased
feeling of safety
Barlow et al.
[63] UK
Generic SM
(CDSMC)/Lay
(peer)
To examine perspectives on
course delivery and impact
on their own SM.
Telephone interviews; content
analysis to identify themes
11 lay facilitators
(with chronic
conditions)
Enjoyable and valuable
experience
Strong
Tension betw. disease speciﬁc
and generic approach
Being valued and adding value
were key beneﬁts
Barlow et al.
[55] UK
Generic SM
(CDSMC)/Lay
(peer)
To understand experiences
of CDSMC and use of SM.
Telephone interviews, content
analysis to identify themes
9 participants Shared experience in reassuring
environment
Strong
Goal setting critical in making
changes
Provided conﬁdence to select
appropriate SM tech.
Two Feathers
et al. [60]
USA
Diabetes
culturally
tailored
lifestyle/Lay
To describe the
development,
implementation, and
process evaluation of
intervention.
Focus groups (facilitator and
participant) and obs.; content
analysis.
32 participants
(AA&L), 10 facilitators
(AA&L)
Information and activities
useful, culturally relevant
Moderate
Convenient community location
Appreciated social support from
other participants
Wilson et al.
[56] UK
Generic SM
(EPP)/Lay (peer)
To explore whether the EPP
reinforces medical
paradigm or enables
empowerment.
Focus groups (part.), semi-
structured interviews (tutors &
part.), obs.; grounded theory.
66 participants, 2
tutors
Expert patient characteristics
revealed
Strong
Paradoxical reinforce medical
paradigm and supporting and
acknowledging lived experience
Adolfsson
et al. [44]
Sweden
Diabetes SM
education/HCP
physician,
nurse)
To explore experiences of
empowerment programme
or individual counselling.
Semi-structured interviews;
content analysis
28 participants Relationships horizontal,
trusting, mutual
Moderate
Learning is participatory
Achieved insight diabetes
serious, can be inﬂuenced
Catalano
et al. [64]
Australia
Generic SM
(CDSMC)/HCP
(various) and
lay (peer)
To perceptions of working
together to deliver SM.
Semi-structured telephone
interviews; systematic coding
process analysis
17 peer and 17 HCP
facilitators
The value of working together Strong
HCPs not always understanding
of the beneﬁts of Peers
Peers observed status disparities
and lack of ownership
Heisler et al
[45] USA
Diabetes SM/
Lay (CHW)
To explore reasons for
intervention on outcomes.
Semi-structured interviews;
thematic analysis.
40 participants
(AA&L)
Improved diabetes SM ability Moderate
Clear and detailed information,
education, training
Non-judgemental assistance;
social and peer support
Rogers et al.
[51] UK
Generic SM
(EPP)/Lay (peer)
To examine the process of
social comparison.
Semi-structured interviews;
thematic analysis
31 participants Social comparison underlies
group dynamics
Strong
Positive
comparisons = beneﬁcial self-
evaluation, allow social, morally
worthy self-presentation
Castillo et al.
[46] USA
Diabetes SM
education/Lay
(CHW)
To extend and explain
ﬁndings from evaluation.
Focus groups; thematic analysis 15 participants
(Hispanic/Latino)
Increase in perceived
competence in self-care
Moderate
CHWs positive inﬂuence on
programme compliance
Stone and
Packer [61]
Australia
Generic SM
(CDSMP)/HCP
and Lay (peer)
To report implementation
processes and outcomes.
Semi-structured interviews;
thematic analysis.
12 facilitators (HCP)
or managers, 14
participants (rural)
Leaders believed participants
beneﬁted
Moderate
Participants valued information,
sharing, co-led mix
Want more time for goals
Sukwatjanee
et al. [47]
Thailand
Diabetes self-
help/HCP
(nurse
participant
investigator)
To explore perspectives on
their self-care ability and
quality of life.
Group discussions and
observations; content analysis.
20 participants (rural
Thai)
Cultural knowledge gained from
shared experiences
Strong
Successes from members’
recommendations
Social support, empowerment
and self-efﬁcacy
Mousing and
Lomborg
[53]
Denmark
COPD
education/HCP
(various)
To explore how inﬂuences
self-care.
Semi-structured/group
interviews; thematic analysis
11 participants Increased condition knowledge,
tools
Strong
Social aspects motivated them
to utilise new habits
HCPs focussed attention on new
skills
Aoun et al.
[66]
Australia
Obesity
Lifestyle
modiﬁcation/
Lay
To explore experiences with
programme and their
perceived role.
Teleconferences or written
feedback; thematic analysis
20 facilitators (lay) Enjoyed role, felt responsible,
role modelled
Strong
Gave a sense of purpose,
empowerment, knowledge
Difﬁculty motivating
participants to change
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Learning from others increased participants’ sense of control,
self-efﬁcacy, self-conﬁdence and motivation to manage their
condition [44,45,47,48,53–58] and reduced feelings of uncertainty
and insecurity [46,48,50,55]. In addition, feeling that they were
helping other group members increased participants own sense of
self-worth [51].
In studies where goal setting constituted a programme
component, participants reported how sharing their goals with
the group made them feel more committed to achieving them
[50,55,57,61] and accountable to the group if goals were not
achieved. Yet they still felt encouraged and motivated by working
with others, regardless of whether they were successful in making
changes or not [44,50,55]
But once you’ve committed yourself and you’ve told somebody else.
To go back and say, well I didn’t do it, you feel guilty. To actually
commit yourself to doing something and doing it makes you feel
quite proud of yourself. Participant, Generic SM [55]
3.1.3. Negative group experience
Studies reporting on group participants’ experiences were
overwhelmingly positive. Negative experiences were uncommon,
or when referred to were often not discussed in depth. As an
example, in one study [53], reporting of ﬁndings was skewed
towards eight (of 11) participants who reported participating in a
group programme as beneﬁcial. The three participants who did not
report beneﬁts were not quoted as the authors interpreted their
experiences as ‘contradictory’. However, they went on to state that
through the process of being interviewed, these participants had
come to realise the beneﬁts of the programme:
Table 1 (Continued)
Study Programme/
leader
Aims Method Sample Findings CASP score
Costello [62]
USA
Diabetes
support/HCP
(nurse
educator)
To explore roles and
strategies.
In-depth interviews and group
interview; thematic analysis
6 facilitators (HCP) Roles: shared authority, QOL
focus, not perfectionism
Moderate
Strategies: connecting,
exchanging, dynamics, problem
solving
Lavoie et al.
[58]
Canada
GMV (generic
SM)/HCP
(various)
To identify format and
process elements and
explain improved health
outcomes.
Semi-structured interviews;
thematic analysis
29 participants
(rural) and 34
facilitators (HCP)
Role to assisting group deﬁne
the norms of self-care
Strong
Increased trust, knowledge,
better self-manag.
Increased satisfaction for
patients and providers
Van Der Does
and Mash
[49] South
Africa
Diabetes SM
education/HCP
(various)
To evaluate programme Individual interviews HCPs; focus
groups patients (6); framework
analysis.
84 participants (low
socio-economic); 11
facilitators
Comprehensive education
appreciated
Moderate
Group process deemed
supportive
HCPs doubt effect of education
in general
Harvey and
Janke [57]
USA
Generic SM
(CDSMC)/Lay
To understand SM
strategies used, and how
course promoted change.
Focus groups; phenomenological/
consensual analysis
34 participants
(rural)
Identify with peers making
positive health changes
Moderate
Conﬁdent in future change
through empowerment
Strategies employed included
goal setting
Thompson
et al. [54]
Canada
Diabetes SM
GMV/HCP
(nurse and
dietitian)
To generate insights for
development.
Semi-structured interviews;
content analysis
9 participants (low
socioeconomic
males)
Good fac. = credible, understand
patient experience
Strong
Group members role to support
change process
Voigt et al.
[43]
Denmark
Diabetes SM
education/HCP
(various)
To explore the utility of
action research.
Action research: existing: HCPs &
patients, obs., participant
interviews; new: pat. interview &
obs.; thematic analysis.
8 facilitators (HCP
diabetes educators),
7 participants
Participatory learning compared
with regular HCP
Strong
Practical and social learning
valued
Haslbeck
et al. [50]
Switzerland
Generic SM
(CDSMP)/Lay
(peer)
To describe adaptation and
implementation process,
report evaluation.
Focus groups and semi-structured
interviews; thematic analysis
56 participants Receptive to peer led approach,
found methods useful
Moderate
Structure did not address all
needs or expectations
Positive impacts on coping and
self-care
Odgers-
Jewell et al.
[65]
Australia
Generic SM
education/HCP
(various)
To explore facilitators’
perceptions of the
attributes for effectiveness.
Semi-structured interviews;
thematic content analysis
14 facilitators Fac. unaware of theory, few had
group training
Strong
Programme effectiveness from
group interactions, non-didactic
delivery, multi-disciplinary,
practical activities
Sidhu et al.
[52] UK
Generic s SM
(CDSMP
culturally
tailored)/Lay
To evaluate and describe
experiences of lay
educators, evaluate
whether delivered as
intended.
Semi-structured interviews &
group obs.; thematic analysis.
6 facilitators, 20
participants (non-
English speaking
South Asian), 14 obs.
Lay educators felt part of local
community
Strong
Challenged addressing beliefs,
changing lifestyles
Value in cultural
appropriateness and group-
based
Herre et al.
[59]
Norway
Diabetes SM/
HCP (various)
To understand experience
of participation and how
inﬂuences SM.
Focus group; mechanical and
interpretative analysis
22 participants Increased theoretical and
practical understanding
Strong
Awareness of need to take
diabetes seriously
Also learned from each other
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. . . patients reported various new initiatives that made the
researchers aware of their increased self-care abilities. Strikingly,
the patients were not always able to identify these positive
behaviour changes themselves. COPD, Education
Authors thus concluded that: ‘an effect of patient education
may be achieved even when all participants do not recognise it.’
Yet, this makes assumptions about participants’ health behaviours
being an outcome of participation in a programme, and disregards
participants’ own perspectives.
In contrast to what was valued by the group participants were
differing values and expectations stated by the facilitators.
3.2. Tensions of group leadership: expectations and challenges
The ways in which facilitators perceived their role varied which
given the diverse nature of programmes is unsurprising. However,
this was not consistent within and across the studies. A
commonality in the responses of group facilitators was feeling
obligated to monitor group discussions, correct misinformation
and control participants they saw as negative, difﬁcult or
disengaged. Facilitators rarely talked about the intended health
outcomes of group programmes, and described group participant
behaviour change as being an unlikely occurrence.
3.2.1. Facilitators’ goals and expectations
Group facilitators in a number of programmes [62–65] (generic
SM (lay and HCP); diabetes support (HCP)) stated their main focus
was to provide support to group participants, and help them to
achieve a good ‘quality of life’ [62]. This included efforts to
‘normalise’ the lived experience of having a condition [62,64,65]. A
few facilitators noted that just being in a group with similar others
was effective at achieving this.
The group dynamic is really effective for patients normalising how
they feel. HCP facilitator, Generic Self-management [65]
In contrast, some facilitators from a self-management Group
Medical Visit (GMV) programme said they focused on developing
healthy behaviour ‘norms’ in the group to try to encourage
behaviour change [58]. For example, one group facilitator
encouraged participants to be accountable to each other:
when you’re in a group . . . you have to face up to the other
people . . . HCP facilitator, Generic SM GMV [58]
HCP facilitators from diverse programme types (generic SM,
diabetes education, GMV), said that their main focus was to
provide education [43,49,58,65] as they valued evidence based
knowledge and getting participants to “understand what they
needed to understand” [58]. Some facilitators said they presented
the information and then ‘allowed’ discussions within the topics
[65].
HCP Facilitators from a self-management programme said they
focused on making group sessions enjoyable so that participants
would continue to attend [65]. Lay facilitators said facilitating was
a signiﬁcant personal challenge that helped them build self-
conﬁdence [63,66].
I think it [facilitating] increases your conﬁdence . . . and it helps
to make you feel normal again . . . It’s very, very rewarding. Lay
facilitator, Generic SM [63]
3.2.2. Facilitators’ authority and challenges to authority
Facilitators’ narratives revealed tensions around retaining and
giving over authority within the group context. On the one hand
they described a belief in holding back their advice and trying not
to lecture so as to promote group problem solving, interactions
between participants and an ‘even playing ﬁeld’ [58,62,65] but, on
the other hand facilitators saw themselves as having a ‘supervisory’
role in the group interactions, needing to ‘control’, and monitor the
discussions so they could correct ‘misinformation’ if and when it
occurred.
I think open discussion is probably really good for improving the
group dynamic, but you just have to have a tight control on
bringing it back around when you feel there’s been enough. HCP
facilitator, Generic SM [65]
Many facilitators described the challenge of managing behav-
iours or actions they viewed as ‘disruptive’ to the group
[49,56,62,65]. This was particularly evident among HCP facilitators
and they described strategies, such as stipulating group rules
[49,62,64,65], whereas lay facilitators did not [56]. For example, in
one study involving HCP facilitators, group facilitators noted
needing strategies to ‘deal with a negative presence’ as a challenge
of facilitating group dynamics [62]. In a study of HCP facilitators
working with peer facilitators, HCPs commented that some peer
facilitators could also bring ‘the group down with their negativity’
[64]. Lay facilitators relayed the challenges they experienced in
maintaining control of sessions and in keeping participants to pre-
determined session structures [52,63].
Some experienced difﬁculties recruiting participants and others
noted poor attendance and drop-outs during the programme
[49,56,61,63,65]. The characterisation of ‘negative’ participants
and the contrasting predominant characterisation of compliant
‘good’ participants are explored further in the following theme.
3.3. Dichotomised categorisation of participants and behaviours as
positive or negative
Facilitators (HCP and lay) used positive language when
discussing particular group members and group behaviours and,
in contrast, negatively portrayed group members and group
behaviours they saw as deviant and disruptive. Facilitators noted
that ‘good’ participants were those who displayed positive
behaviours that aligned with their own values, beliefs and
knowledge.
Facilitators’ positive descriptions of participants included the
achievement of change such as moving their ‘illness forward’,
displaying belief in themselves or simply trying. They also
Table 2
An analysis of study characteristics.
Study characteristics Number of studies
Programme facilitator type
HCP 11
Lay (peer) 11 (6)
Co-led (HCP/Lay, HCP/peer) 2 (1,1)
Programme focus (long-term condition)
Generic 11
Diabetes 10
COPD 2
Obesity 1
Programme description
CDSMP based 9
Education for self-management 5
Self-management (not CDSMP) 4
Support/self-help or lifestyle 4
Group medical visit for self-management 2
Study participant data source
Group participants 12
Group facilitators (3 HCP, 1 lay) 5
Both (Facilitators: 3 HCP,3 lay, 1 both) 7
Data collection methodsa
Individual interview (SSI) 18
Focus group 9
a some studies used multiple methods.
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described preferred participants as those capable of ‘enjoying
themselves’, having ‘a good time’, remaining focused, participating
or regularly attending.
It’s a tremendous buzz when you see someone . . . actually
believes in themselves and believes that they have got some control
over their destiny. Lay facilitator, Generic SM [63]
Lay and peer facilitators also noted feeling an imperative to be
‘good’ and to role model healthy behaviours [60,63,64,66].
In contrast, ‘problem participants’ were described in some
studies as a ‘small minority’ whose negativity threatened other
group members’ self-efﬁcacy and created ‘problems’ for facilitators
[56]. No data from group participants’ interviews were used as
evidence to support the assertions that group participants
perceived other group members as disruptive or negative. Indeed,
in one study, a ‘mismatch’ was noted between group facilitators
who complained about ‘late comers’ and group participants who
did not raise this as a concern [49]. In another generic programme,
participants emphasised the value of encouraging and supporting
struggling group members [57].
Facilitators (both HCP and lay) drew on negative examples of
participants’ characteristics or behaviours such as being ‘strongly
opinionated’, ‘difﬁcult’, ‘non-compliant’ or ‘dominant’ [49,56,65].
What they described as ‘non-compliance’ was scorned and
described as a problem of certain people with chronic conditions
who were ‘set in their ways’, did not ‘care’ about their health,
lacked ‘drive’ willpower and discipline or were ‘lazy’.
But most of our patients don’t have that drive and they don’t care,
they care about food and alcohol or whether it is something else
and not their health. HCP facilitator, Diabetes education [49]
Authors of many studies [44–46,50,54,57,59] drew attention to
positive experiences and outcomes of group participants collec-
tively and this was particularly evident in diabetes speciﬁc
programmes. For example, these authors highlighted participants’
gains in ‘understanding’, knowledge and ‘learning’, and motivation.
Authors’ interpretations of individual experiences that were
neutral were absent from these studies, and negative experiences
were downplayed. An example of authors’ positive language can be
seen in the following quote:
Program improved ability to manage diabetes by providing new
knowledge, a broader context, improved understanding and
motivation to manage better. Diabetes SM [45]
These judgements about ‘good’ and ‘bad’ characteristics were
used in the studies to separate and contrast the small number of
unmotivated participants from the ‘motivated’ majority.
Most felt motivated to attend because of desire to get healthy and
previous positive experiences. . . . Others were less interested and
therefore lacked motivation. Diabetes GMV [54]
4. Discussion and conclusion
4.1. Discussion
This review provides insights about the experiences of
participants and facilitators of group self-management pro-
grammes for people with long-term conditions. This is the ﬁrst
review to our knowledge to explore the qualitative data on self-
management group programmes using the perspective of both
group participants and facilitators. There appears to be a
disconnect in what is valued from many group-based self-
management programmes between group participants and the
group facilitators. Across the studies, group participants valued the
opportunity for interaction with other people who shared similar
experiences to themselves, and the emotional and social beneﬁts
that they gained through these interactions, yet the importance of
this to participants was only superﬁcially recognised by facilitators
and either not included or hindered by the programmes’ structure.
Facilitators’ often narrow interpretations of self-management
around education and conformity to lifestyle changes coexisted
with low expectations of participants’ abilities to achieve these
changes. Counterintuitively, and in light of the intervention based
research that predominates, biomedical outcomes and behaviour
change were rarely discussed, by either group participants or
group facilitators.
Our ﬁndings showing that people with a long-term condition
from group programmes valued the support they received from
those with similar experience, provides support for the theoretical
work of Thoits et al. [67–69] who have theorised that people
undergoing stressors such as coping with a long-term condition
perceive the support from others with similar experience as being
more empathic and less judgemental and therefore uniquely
valuable to them. Other studies have noted that formal group
programmes may provide an important conduit for people with
long-term conditions to connect and rebuild diminished support
networks [70,71]. For example, in a recent study group participants
increased their social support network and by turning to each
other reduced their utilisation of health services [70]. The
participants’ descriptions of what they valued from participation
in the group, including being with similar others, comparing,
sharing, learning from each other and working together to solve
problems, align with reviews into peer support interventions [72],
current understandings on the needs of people with long-term
conditions and theories of social learning [73,74]. In contrast,
facilitators’ descriptions were varied and unclear with regards to
how and why they delivered programmes in the manner they did
and, what their expectations were for the participants. Important-
ly, what participants valued also aligns with key components of
self-management programmes such as being collaborative and
focused on problem solving. A recent qualitative study [75] found
two reasons for self-management group attendance  participants
had practical problems and felt insecure, and through participation
they hoped to gain contact with similar others and to access
contradictory information.
This review highlights that group programmes and facilitators,
by focusing on medical aspects of self-management, may be
constraining opportunities to provide support, reassurance, the
building of self-conﬁdence and the maximising of agency that is at
the core of self-management and, further, appears highly valued by
the participants. Further, facilitators appear to lack the theoretical
understanding, training and conﬁdence to be able to support
participants beyond a medical paradigm. Despite the programmes’
constraints and the negative experiences reported by some
participants, individual and collective beneﬁts appear to have
been created in the groups. However, the studies in this review
have not provided a rigorous enough exploration for our synthesis
to explore how this occurs. The experiential value attributed to
participating in a group suggests that the notion of co-production
in the context of self-management support aligns with what is
valued by participants of group programmes and extends beyond
enacting a more equal and reciprocal relationship between
professionals and people with long-term conditions. Rather it
requires more of a focus on co-production in terms of connecting to
a broader set of ties with others which can provide meaningful
relationships which form the bases of reciprocity and are in turn
mediators of relevant resources and activities for self-management
in community and neighbourhood environments. This points to
future research extending beyond professional-patient interac-
tions in closed group programme settings to include a broader
focus on the role of others within the personal networks of those
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with long-term conditions, in providing support or becoming more
effective agents of change [76].
4.1.1. Structural limitations
A key ﬁnding of this review was that many of the included
studies, according to the CASP qualitative checklist, were of
moderate quality (n = 9) and that few high quality qualitative
studies were found. Further, many studies (n = 7) were nested
within RCT and evaluation studies suggesting that they were
focused on understanding outcomes and process rather than being
open to exploring the full diversity of experiences. This suggests
that further data is needed from rigorous, standalone qualitative
studies to gain a deeper insight into the experience of participation
in self-management programmes. This is a clear limitation of the
reviewed studies. Our review sought studies of group programmes
(generic, COPD, diabetes type 2 and obesity) that self-describe a
‘self-management’ objective. We also note as a limitation,
inconsistencies in interpretations of self-management by pro-
gramme designers and facilitators. The experience of facilitators
and participants of programmes in our review may not be
representative of the experience in other self-management
programmes.
Finally, all participants in the studies were course completers
and hence the views or experiences of participants who dropped
out are absent. While this may be difﬁcult to address, more
research is needed to ascertain the needs and experiences of these
participants. Bossy et al. [77], in a recent study looked at attendees
and non-attendees of group diabetes programmes and found a
divergence between those wanting to be with similar others and
those who formed an identity around coping on their own. This is
an important new line of inquiry that requires further exploration.
4.2. Conclusion
Our qualitative review has provided relevant experiential
ﬁndings from participants and facilitators of group programmes
supporting self-management of long-term conditions. It has
shown that shared learning and social support outcomes of group
programmes, highly valued by participants, are being sidelined by
a collective presumption that evidence based medical education
and compliance is the core purpose of self-management. Our
ﬁndings suggest that this mismatch of purpose between partic-
ipants and facilitators of group programmes may be reducing the
opportunities for programmes to contribute to patient-valued,
collective outcomes based on common experience and connectiv-
ity to others. It is unclear what the ramiﬁcations of these group
programmes are for the abilities of participants to propose and
pursue goals that can meaningfully guide their self-management.
We note that further rigorous studies are needed in this area and
that the value of participation and connectivity with others is
conducive to a broader social network approach to self-manage-
ment support that extends beyond professionally facilitated
programmes.
4.3. Practice implications
This review supports a signiﬁcant broadening of the scope of
group based programmes to de-privilege self-management medi-
cal education and compliance in favour of broader self-manage-
ment ideas that include shared learning, social (communal)
support and the development of agency. Therefore, our ﬁndings
are relevant to those involved in the design and delivery of group
programmes and to those concerned with addressing the societal
and individual burden of long-term conditions.
Appendix A. Description of current self-management
programmes
CDSMP Diabetes COPD Obesity
Organisation Stanford University. http://
patienteducation.stanford.edu/
programs/cdsmp.html.
American Diabetes Association
(ADA) http://professional.
diabetes.org/
Global Initiative for Chronic Obstructive Lung Disease
(GOLD) http://goldcopd.org/gold-2017-global-strategy-
diagnosis-management-prevention-copd/
World Obesity
Federation https://
www.worldobesity.
org/
Guideline or
standard
N/A National Standards for
Diabetes Self-Management
Education and Support
Global Strategy for the diagnosis, management, and
prevention of COPD
No guidelines or
standards for self-
management.
Key SM
programme
elements
Exercise, nutrition and
medications.
Exercise, nutrition and
medications.
Notes evidence insufﬁcient for speciﬁc recommendation. N/A
Techniques for individual to deal
with associated physical and
psychosocial problems.
Disease monitoring and
decision making, acute and
chronic complications.
Structured and personalised.
Communication. Strategies for individual to
address psychosocial issues
and behaviour change.
Goal to motivate, engage and support to positive behaviour
change.
Develop skills.
2252 S. Hughes et al. / Patient Education and Counseling 100 (2017) 2244–2254
75
References
[1] A. Kennedy, A. Rogers, C. Gately, Assessing the introduction of the expert
patients programme into the NHS: a realistic evaluation of recruitment to a
national lay-led self-care initiative, Prim. Health Care Res. Dev. 6 (2005) 137–
148.
[2] T. Bodenheimer, K. Lorig, H. Holman, K. Grumbach, Patient self-management of
chronic disease in primary care, J. Am. Med. Assoc. 288 (2002) 2469–2475.
[3] M. Battersby, M. Von Korff, J. Schaefer, C. Davis, E. Ludman, S.M. Greene, M.
Parkerton, E.H. Wagner, Twelve evidence-based principles for implementing
self-management support in primary care, Jt. Comm. J. Qual. Patient Saf. 36
(2010) 561–570.
[4] National Health Priority Action Council (NHPAC), National Chronic Disease
Strategy, Australian Government Department of Health and Aging, 2006.
[5] V. Entwistle, A. Cribb, Enabling People to Live Well, The Health Foundation,
London, UK, 2013.
[6] K.R. Lorig, H.R. Holman, Self-management education: history, deﬁnition,
outcomes, and mechanisms, Ann. Behav. Med. 26 (2003) 1–7.
[7] A. Kennedy, D. Reeves, P. Bower, V. Lee, E. Middleton, G. Richardson, C. Gardner,
C. Gately, A. Rogers, The effectiveness and cost effectiveness of a national lay-
led self care support programme for patients with long-term conditions: a
pragmatic randomised controlled trial, J. Epidemiol. Community Health 61
(2007) 254–261.
[8] A. Rogers, M. Bury, A. Kennedy, Rationality, rhetoric, and religiosity in health
care: the case of england's expert patients programme, Int. J. Health Serv. 39
(2009) 725–747.
[9] M. Bury, J. Newbould, D. Taylor, A Rapid Review of the Current State of
Knowledge Regarding Lay-Led Self-management of Chronic Illness, National
Institute for Health and Clinical Excellence, London, UK, 2005.
[10] R. Cant, L. Ball, Decade of medicare: the contribution of private practice
dietitians to chronic disease management and diabetes group services, Nutr.
Diet. 72 (2015) 284–290.
[11] P.T. McGowan, Self-management education and support in chronic disease
management, Prim. Care. 39 (2012) 307–325.
[12] J. Barlow, C. Wright, J. Sheasby, A. Turner, J. Hainsworth, Self-management
approaches for people with chronic conditions: a review, Patient Educ. Couns.
48 (2002) 177–187.
[13] M. Von Korff, J. Gruman, J. Schaefer, S.J. Curry, E.H. Wagner, Collaborative
management of chronic illness, Ann. Intern. Med. 127 (1997) 1097–1102.
[14] A. Kennedy, P. Bower, D. Reeves, T. Blakeman, R. Bowen, C. Chew-Graham, M.
Eden, C. Fullwood, H. Gaffney, C. Gardner, V. Lee, R. Morris, J. Protheroe, G.
Richardson, C. Sanders, A. Swallow, D. Thompson, A. Rogers, Implementation
of self management support for long term conditions in routine primary care
settings: cluster randomised controlled trial, Br. Med. J. 346 (2013) 1–11.
[15] M.C. Jones, S. MacGillivray, T. Kroll, A.R. Zohoor, J. Connaghan, A thematic
analysis of the conceptualisation of self-care, self-management and self-
management support in the long-term conditions management literature, J.
Nurs. Healthc. Chronic Illn. 3 (2011) 174–185.
[16] H.M. Morgan, V.A. Entwistle, A. Cribb, S. Christmas, J. Owens, Z.C. Skea, I.S.
Watt, We need to talk about purpose: a critical interpretive synthesis of health
and social care professionals' approaches to self-management support for
people with long-term conditions, Health Expect. (2016) 1–17.
[17] S. Newman, L. Steed, K. Mulligan, Self-management interventions for chronic
illness, Lancet 364 (2004) 1523–1537.
[18] K. Lorig, Chronic disease self-management program: insights from the eye of
the storm, Front Public Health 2 (2015) 1–2.
[19] K.R. Lorig, D.S. Sobel, A.L. Stewart, B.W. Brown Jr., A. Bandura, P. Ritter, V.M.
Gonzalez, D.D. Laurent, H.R. Holman, Evidence suggesting that a chronic
disease self-management program can improve health status while reducing
hospitalization: a randomized trial, Med. Care 37 (1999) 5–14.
[20] K.R. Lorig, D.S. Sobel, P.L. Ritter, D. Laurent, M. Hobbs, Effect of a self-
management program on patients with chronic disease, Eff. Clin. Pract. 4
(2000) 256–262.
[21] G. Foster, S. Taylor, S. Eldridge, J. Ramsay, C.J. Grifﬁths, Self-management
education programmes by lay leaders for people with chronic conditions,
Cochrane Database Syst. Rev. 4 (2007) CD005108.
[22] Stanford Self-Management Programs Fidelity Manual, Stanford University,
Palo Alto, CA, 2016 (p. 27).
[23] L. Haas, M. Maryniuk, J. Beck, C.E. Cox, P. Duker, L. Edwards, E.B. Fisher, L.
Hanson, D. Kent, L. Kolb, S. McLaughlin, E. Orzeck, J.D. Piette, A.S. Rhinehart, R.
Rothman, S. Sklaroff, D. Tomky, G. Youssef, National standards for diabetes self-
management education and support, Diabetes Care 35 (2012) 2393–2401.
[24] National Institute for Healthcare and Excellence (NICE), Diabetes in Adults 
Quality Standard, (2011) https://www.nice.org.uk/guidance/qs6 (Accessed 30
May 2017).
[25] From the Global Strategy for the Diagnosis Management and Prevention of
COPD, Global Initiative for Chronic Obstructive Lung Disease (GOLD), (2017)
http://goldcopd.org (Accessed on 30 May 2017).
[26] M.A. Spruit, S.J. Singh, C. Garvey, R. ZuWallack, L. Nici, C. Rochester, K. Hill, A.E.
Holland, S.C. Lareau, W.D.-C. Man, An ofﬁcial American Thoracic Society/
European Respiratory Society statement: key concepts and advances in
pulmonary rehabilitation, Am. J. Respir. Crit. Care Med. 188 (2013) e13–e64.
[27] J. Franek, Self-management support interventions for persons with chronic
disease: an evidence-based analysis, Ont. Health Technol. Assess. Ser.13 (2013)
1–60.
[28] T.A. Deakin, C.E. McShane, J.E. Cade, R. Williams, Group based training for self-
management strategies in people with type 2 diabetes mellitus, Cochrane Libr.
(2005) CD003417.
[29] A. Steinsbekk, L.Ø. Rygg, M. Lisulo, M.B. Rise, A. Fretheim, Group based diabetes
self-management education compared to routine treatment for people with
type 2 diabetes mellitus. A systematic review with meta-analysis, BMC Health
Serv. Res. 12 (2012) 1–19.
[30] M. Zwerink, M. Brusse-Keizer, P.D. van der Valk, G.A. Zielhuis, E.M.
Monninkhof, J. van der Palen, P.A. Frith, T. Efﬁng, Self management for
patients with chronic obstructive pulmonary disease, Cochrane Database Syst.
Rev. (2014) CD002990.
[31] B. McCarthy, D. Casey, D. Devane, K. Murphy, E. Murphy, Y. Lacasse, Pulmonary
rehabilitation for chronic obstructive pulmonary disease, Cochrane Libr.
(2015) CD003793.
[32] P.A. Coventry, P. Bower, C. Keyworth, C. Kenning, J. Knopp, C. Garrett, D. Hind, A.
Malpass, C. Dickens, The effect of complex interventions on depression and
anxiety in chronic obstructive pulmonary disease: systematic review and
meta-analysis, PLoS One 8 (2013) 1–22.
[33] S.J. Taylor, H. Pinnock, E. Epiphaniou, G. Pearce, H.L. Parke, A. Schwappach, N.
Purushotham, S. Jacob, C.J. Grifﬁths, T. Greenhalgh, A rapid synthesis of the
evidence on interventions supporting self-management for people with long-
term conditions: PRISMS–practical systematic review of self-management
support for long-term conditions, Health Serv. Deliv. Res. 2 (2014) 1–580.
[34] U. Stenberg, M. Haaland-Øverby, K. Fredriksen, K.F. Westermann, T. Kvisvik, A
scoping review of the literature on beneﬁts and challenges of participating in
patient education programs aimed at promoting self-management for people
living with chronic illness, Patient Educ. Couns. 99 (2016) 1759–1771.
[35] C. Grifﬁths, G. Foster, J. Ramsay, S. Eldridge, S. Taylor, How effective are expert
patient (lay led) education programmes for chronic disease, Br. Med. J. 334
(2007) 1254–1256.
[36] T. Greenhalgh, Chronic illness: beyond the expert patient, Br. Med. J. 338
(2009) 629–631.
[37] J.E. Jordan, R.H. Osborne, Chronic disease self-management education
programs: challenges ahead, Med. J. Aust. 186 (2007) 84–87.
[38] T. Vos, Global, regional, and national incidence, prevalence, and years lived
with disability for 301 acute and chronic diseases and injuries in 188 countries,
1990–2013: a systematic analysis for the Global Burden of Disease Study 2013,
Lancet 386 (2013) 743–800.
[39] Critical Appraisal Skills Programme (CASP), CASP Qualitative Checklist, (2013)
http://www.casp-uk.net/checklists. (Accessed 1 February 2016).
[40] B.M. Fullen, G.D. Baxter, B.G.G. O’Donovan, C. Doody, L. Daly, D.A. Hurley,
Doctors’ attitudes and beliefs regarding acute low back pain management: a
systematic review, Pain 136 (2008) 388–396.
[41] P. Pound, N. Britten, M. Morgan, L. Yardley, C. Pope, G. Daker-White, R.
Campbell, Resisting medicines: a synthesis of qualitative studies of medicine
taking, Soc. Sci. Med. 61 (2005) 133–155.
[42] J. Thomas, A. Harden, Methods for the thematic synthesis of qualitative
research in systematic reviews, BMC Med. Res. Methodol. 8 (2008) 45.
[43] J.R. Voigt, U.M. Hansen, M. Glindorf, R. Poulsen, I. Willaing, Action research as a
method for changing patient education practice in a clinical diabetes setting,
Action Res. 12 (2014) 315–336.
[44] E.T. Adolfsson, B. Starrin, B. Smide, K. Wikblad, Type 2 diabetic patients'
experiences of two different educational approaches – A qualitative study, Int.
J. Nurs. Stud. 45 (2008) 986–994.
[45] M. Heisler, M. Spencer, J. Forman, C. Robinson, C. Shultz, G. Palmisano, G.
Graddy-Dansby, E. Kieffer, Participants' assessments of the effects of a
community health worker intervention on their diabetes self-management
and interactions with healthcare providers, Am. J. Prev. Med. 37 (2009) S270–
S279.
[46] A. Castillo, A. Giachello, R. Bates, J. Concha, V. Ramirez, C. Sanchez, E. Pinsker, J.
Arrom, Community-based diabetes education for latinos the diabetes
empowerment education program, Diabetes Educ. 36 (2010) 586–594.
[47] A. Sukwatjanee, K. Pongthavornkamol, G. Low, N. Suwonnaroop, W.
Pinyopasakul, S. Chokkhanchitchai, Beneﬁts of a self-help group for rural
Thai elders with type-2 diabetes, Pac. Rim Int. J. Nurs. Res. Thail.15 (2011) 220–
232.
[48] E. Monninkhof, M. van der Aa, P. van der Valk, J. van der Palen, G. Zielhuis, K.
Koning, M. Pieterse, A qualitative evaluation of a comprehensive self-
management programme for COPD patients: effectiveness from the patients'
perspective, Patient Educ. Couns. 55 (2004) 177–184.
[49] A.M.B. van der Does, R. Mash, Evaluation of the take ﬁve school: an education
programme for people with type 2 diabetes in the western cape South Africa,
Prim. Care Diabetes 7 (2013) 289–295.
[50] J. Haslbeck, S. Zanoni, U. Hartung, M. Klein, E. Gabriel, M. Eicher, P.J. Schulz,
Introducing the chronic disease self-management program in Switzerland and
other German-speaking countries: ﬁndings of a cross-border adaptation using
a multiple-methods approach, BMC Health Serv. Res. 15 (2015) 19.
[51] A. Rogers, C. Gately, A. Kennedy, C. Sanders, Are some more equal than others?
Social comparison in self-management skills training for long-term
conditions, Chronic Illn. 5 (2009) 305–317.
[52] M.S. Sidhu, N.K. Gale, P. Gill, T. Marshall, K. Jolly, A critique of the design,
implementation, and delivery of a culturally-tailored self-management
education intervention: a qualitative evaluation, BMC Health Serv. Res. 15
(2015) 1–11.
S. Hughes et al. / Patient Education and Counseling 100 (2017) 2244–2254 2253
76
[53] C.A. Mousing, K. Lomborg, Self-care 3 months after attending chronic
obstructive pulmonary disease patient education: a qualitative descriptive
analysis, Patient Prefer Adherence 6 (2012) 19–25.
[54] C. Thompson, I. Meeuwisse, R. Dahlke, N. Drummond, Group medical visits in
primary care for patients with diabetes and low socioeconomic status: users'
perspectives and lessons for practitioners, Can. J. Diabetes 38 (2014) 198–204.
[55] J.H. Barlow, G.V. Bancroft, A.P. Turner, Self-management training for people
with chronic disease: a shared learning experience, J. Health Psychol.10 (2005)
863–872.
[56] P.M. Wilson, S. Kendall, F. Brooks, The expert patients programme: a paradox of
patient empowerment and medical dominance, Health Soc. Care Community
15 (2007) 426–438.
[57] I.S. Harvey, M. Janke, Qualitative exploration of rural focus group members'
participation in the Chronic Disease Self-Management Program, USA, Rural
Remote Health 14 (2014) 1–13.
[58] J.G. Lavoie, S.T. Wong, M. Chongo, A.J. Browne, M.L. MacLeod, C. Ulrich, Group
medical visits can deliver on patient-centred care objectives: results from a
qualitative study, BMC Health Serv. Res. 13 (2013) 1–10.
[59] A.J. Herre, M. Graue, B.C. Kolltveit, E. Gjengedal, Experience of knowledge and
skills that are essential in self-managing a chronic condition  a focus group
study among people with type 2 diabetes, Scand. J. Caring Sci. 30 (2016) 382–
390.
[60] J. Two Feathers, E.C. Kieffer, G. Palmisano, M. Anderson, N. Janz, M.S. Spencer, R.
Guzman, S.A. James, The development, implementation, and process
evaluation of the REACH Detroit partnership’s diabetes lifestyle intervention,
Diabetes Educ. 33 (2007) 509–520.
[61] G.R. Stone, T.L. Packer, Evaluation of a rural chronic disease self-management
program, Rural Remote Health 10 (2010).
[62] J.F. Costello, Roles and strategies of diabetes support group facilitators an
exploratory study, Diabetes Educ. 39 (2013) 178–186.
[63] J. Barlow, G. Bancroft, A. Turner, Volunteer, lay tutors' experiences of the
chronic disease self-management course: being valued and adding value,
Health Educ. Res. 20 (2005) 128–136.
[64] T. Catalano, E. Kendall, A. Vandenberg, B. Hunter, The experiences of leaders of
self-management courses in Queensland: exploring health professional and
peer leaders' perceptions of working together, Health Soc. Care Community 17
(2009) 105–115.
[65] K. Odgers-Jewell, R. Hughes, E. Isenring, B. Desbrow, M. Leveritt, Group
facilitators' perceptions of the attributes that contribute to the effectiveness of
group-based chronic disease self-management education programs, Nutr.
Diet. 72 (2015) 347–355.
[66] S. Aoun, S. Shahid, L. Le, K. Holloway, Champions in a lifestyle risk-modiﬁcation
program: reﬂections on their training and experiences, Health Promot. J. Austr.
24 (2013) 7–12.
[67] P.A. Thoits, Mechanisms linking social ties and support to physical and mental
health, J. Health Soc. Behav. 52 (2011) 145–161.
[68] S. Cohen, L.G. Underwood, B.H. Gottlieb, Social Support Measurement and
Intervention: A Guide for Health and Social Scientists, Oxford University Press,
2000.
[69] C.-L. Dennis, Peer support within a health care context: a concept analysis, Int.
J. Nurs. Stud. 40 (2003) 321–332.
[70] D. Reeves, C. Blickem, I. Vassilev, H. Brooks, A. Kennedy, G. Richardson, The
contribution of social networks to the health and self-management of patients
with long-term conditions: a longitudinal study, PLoS One 9 (2014).
[71] I. Vassilev, A. Rogers, C. Blickem, H. Brooks, D. Kapadia, A. Kennedy, C. Sanders,
S. Kirk, D. Reeves, Social networks, the ‘work' and work force of chronic illness
self-management: a survey analysis of personal communities, PLoS One 8
(2013) e59723.
[72] G. Embuldeniya, P. Veinot, E. Bell, M. Bell, J. Nyhof-Young, J.E.M. Sale, N. Britten,
The experience and impact of chronic disease peer support interventions: a
qualitative synthesis, Patient Educ. Couns. 92 (2013) 3–12.
[73] A. Bandura, Social Learning Theory, Prentice Hall, Englewood Cliffs, NJ, 1977.
[74] A. Bandura, Social cognitive theory: an agentic perspective, Annu. Rev. Psychol.
52 (2001) 1–26.
[75] L.Ø. Rygg, M.B. Rise, B. Lomundal, H.S. Solberg, A. Steinsbekk, Reasons for
participation in group-based type 2 diabetes self-management education. A
qualitative study, Scand. J. Public Health 38 (2010) 788–793.
[76] J. Koetsenruijter, N. van Eikelenboom, J. van Lieshout, I. Vassilev, C. Lionis, E.
Todorova, M.C. Portillo, C. Foss, M. Serrano Gil, P. Roukova, A. Angelaki, A.
Mujika, I.R. Knutsen, A. Rogers, M. Wensing, Social support and self-
management capabilities in diabetes patients: an international observational
study, Patient Educ. Couns. 99 (2016) 638–643.
[77] D. Bossy, I.R. Knutsen, A. Rogers, C. Foss, Group afﬁliation in self-management:
support or threat to identity? Health Expect. 20 (2017) 159–170.
2254 S. Hughes et al. / Patient Education and Counseling 100 (2017) 2244–2254
77
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The previous chapter reported on the qualitative literature on the experiences of group 
facilitators and group participants in LTC programmes for self-management and exposed a 
paucity of in-depth exploration and critical analysis. In particular, facilitators’ narrow focus 
on education and medical conformity and the uncertainty concerning their roles suggests that 
their conceptualisation of self-management support may not align with the expectations of 
LTC policy or models of self-management support. Little is known about the experience of 
facilitating groups, how they conceptualise self-management support in groups and how they 
perceive their role as a health-professional group facilitator. This subsequent study (Chapter 
3) was therefore conducted as an in-depth exploration of the views of a diverse range of
group facilitators on how they conceptualise self-management support in a group programme, 
their experiences of facilitating, their perceptions of their roles and the challenges they 
identified. 
This study is the first to explore the perceptions of health professional facilitators of group 
programmes for self-management support. It will demonstrate that facilitators in our study 
conceptualised their programmes as education and instruction vehicles, setting up their 
participants for post-programme behaviour change and individual responsibility. This runs 
contrary to long-term condition policy and models of self-management support and illustrates 
a disconnect at the point of implementation of LTC policy. Promoting and applying problem 
solving skills, building self-efficacy and goal setting towards medical, social and emotional 
aspects of long-term condition management received little attention and the potential benefits 
of being in a group with other people who share similar experiences, such as social support 
and social learning, are not necessarily understood or valued by health professionals. Group 
facilitators revealed system failures and individual beliefs shaping how they delivered self-
management support. 
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explore the perspectives of group programme facilitators.
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Discussion: Group self-management support programmes may not be realising the broader
aspirations advocated in long-term condition policy to support medical, emotional and social
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Introduction
The increasing prevalence of long-term condi-
tions (LTCs) is a challenge for healthcare pro-
viders and systems in terms of healthcare
costs and professional resourcing as well as
in how to support people to live well with
LTCs.1 A myriad of health policies, frame-
works, strategies and standards for the man-
agement of LTCs have emerged in
Organisation for Economic Co-operation
and Development (OECD) countries, which
suggest ways that health professionals
should support and deliver care to patients
who are living with LTCs. These documents
articulate the need for health professionals to
help facilitate self-management by fostering
skills, knowledge and behaviours that enable
their patients with LTCs to take a more active
role in their own care.2–7 In Australia, for
example, the 2017 National Chronic
Condition Strategic framework advises
health providers to support individuals to
develop self-management ‘skills
and resources’ in the priority area of ‘active
engagement’ (p. 24).2 Tested theoretical
models and programmes for self-
management support emphasise the impor-
tance of a specially trained workforce to facil-
itate patients’ problem solving and goal
setting skills, and to help patients build self-
efficacy, which responds to the medical, emo-
tional and social aspects of managing
LTCs.8–14
Group-based self-management pro-
grammes are a common format used for
providing self-management support.15,16
They also provide opportunities for shared
learning and peer support, which is
central to programmes based on the
lay-led Stanford Chronic Disease Self-
management Program.17,18 Empirical
evidence suggests that support from experi-
entially similar others, as found in groups,
benefits physical and psychological well-
being,19,20 and a recent qualitative review
of group self-management support pro-
grammes showed participants valued being
with similar others and gained confidence
from the experience.21 Health profession-
al-led group programmes are a common
format and are promoted by condition-
specific guidelines.6,22–24 The extent to
which objectives of self-management sup-
port articulated in policy and research/
theory, and the benefits of support from
similar others, are translated into the deliv-
ery of health professional-led group pro-
grammes is still not well understood.
Overwhelmingly, research evaluating
group programmes has focused on changes
in biomedical indices and outcomes such as
weight, lung function, blood glucose
levels and treatment adherence.25–27 There
remains limited understanding of how
group programmes are envisaged and
developed, and the extent to which the
broad range of factors thought to comprise
self-management support inform these pro-
cesses. The need for greater understanding
of the ‘breadth of self-management’ in this
format has been previously reported.28
Further, little is known about whether
group programmes seek to respond to the
experiences, needs and expectations of the
individuals who participate in group pro-
grammes. Those studies reporting on facil-
itators’ views have tended to focus on their
evaluation of the programme rather than
how they conceptualise their role and their
2 Chronic Illness 0(0)
83
experiences of being a facilitator.21,29–34
In particular, the perspective of group facil-
itators has rarely been studied; yet, it is the
facilitator who is vital to the enablement of
self-management support in this format.21
Therefore, in this study, we aim to
explore how group facilitators’ conceptual-
ise self-management support in a group
programme, their experiences of facilitat-
ing, their perception of their role and the
challenges they identify.
Methods
Data from interviews with health professio-
nals who are facilitators of group self-
management support programmes in New
South Wales, Australia were used to inves-
tigate their experiences and perceptions.
The facilitator interview data used for this
study are drawn from a larger qualitative
study about the role of goal-setting in
chronic condition self-management support
that also gathered observation and partici-
pant interview data. A qualitative approach
was taken to allow an in-depth exploration
of the experiences and perspectives of
health professionals engaged in group self-
management support. We received ethics
approval from Sydney Local Health
District (Protocol no: X15–0214) and The
University of Sydney (Project no: 2016/898)
human research ethics committees.
Sample and recruitment
We followed the approach of recent
research into group self-management sup-
port that considered all LTC group pro-
grammes as self-management support if
their aim is to support patients’ ‘health-
related activities’.35 We limited to health
professional-led programmes for people
with one of three chronic conditions (chron-
ic obstructive pulmonary disease (COPD),
type 2 diabetes, or obesity) chosen for their
high prevalence and management guidelines
promoting self-management in a group
format.6,7,36 Using the research team’s net-
works and web searches, we made contact
via email and/or telephone with personnel
from group programmes, invited participa-
tion and provided a study information
sheet. Six programmes were selected across
a range of locations (metropolitan/regional)
and settings (e.g. hospital/community
based). An overview of each of these pro-
grammes is included in Table 1. The facilita-
tors of the group programmes were provided
an information sheet about the study and
invited to participate in the interviews.
Study participants were informed that the
lead researcher, a PhD candidate and health-
care professional with an interest in LTC
management, was collecting interview data
for a project on self-management and goal
setting. No facilitators refused to participate.
Data collection
In-depth, semi-structured interviews were
conducted by the first author between
December 2015 and April 2017. Interviews
were conducted face-to-face at the site or by
telephone, were between 60 and 90 min and
were audio-recorded with participants’ con-
sent. An interview schedule was developed
based on a review of the literature21 to
guide the interviews and included questions
about how their programme was designed,
what the purpose of their programme was,
their role in the delivery of the programme
and their perceptions of group participants
(Table 2). Following each interview,
detailed field notes were taken to initiate
reflection and understanding.
Data analysis
Qualitative data software (nVivo 11) was
used to manage and organise the data.
Data were analysed inductively and themat-
ically.37 A constant comparative method was
used. First, all interview transcripts were
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read by SH, LS and SL. Emerging themes
and concepts were noted and from these dis-
cussions a coding framework was developed
where text was coded into categories and
subcategories. Analysis and comparison
across and within categories were conducted
to develop final themes (SH, LS and SL).
Three of the authors met frequently during
the analysis process to compare and/or chal-
lenge individual interpretations, ensuring
that analysis was conducted rigorously.
Results
Thirteen facilitators from six group pro-
grammes were interviewed and comprised
five professions: physiotherapist, dietitian,
exercise physiologist, nurse and psychologist.
Facilitators were evenly distributed across age
decades (20–59 year olds) and were predom-
inantly female (female n¼ 10, male n¼ 3).
In the following sections, we describe
four main themes which emerged from
analysis. (1) Facilitators recognised that
contextual factors contributed to their pro-
gramme’s existence and design. (2)
Facilitators perceived the key purpose of
their programmes was to provide health
education and instruction to participants
about the health risks of their condition,
and the health benefits of behaviour
change. (3) Facilitators’ views on their iden-
tities and roles illuminated tensions between
‘care provider’ and self-management
‘enabler’. (4) Facilitators placed an empha-
sis on participant self-responsibility for
behaviour change while minimising the
importance of self-management elements
such as goal setting or support from the
group and its members.
Programmes were responses to, and
influenced/limited by, system constraints
All facilitators talked about how their
group programme was designed and
Table 2. Semi-structured interview question schedule.
Theme Questions
Working with LTCs How did you come to be working in group programmes?
How would you describe your role?
Did you receive any training before you started this role?
What did that involve?
The perceived
programme purpose
What do you focus on in your programme?
What do you see as the main purpose of your programme?
What do you want people to get out the programme?
What do you think the participants want to get out of this programme?
The group What do you believe are the benefits/ disadvantages of healthcare in
a group?
What interactions do you see occurring between the members of
your groups?
The programme
materials
In what ways do you use them?
How were they developed?
What are the theoretical/research principles (if any) that underpin the
programme materials?
Goal setting Do you think goal setting is important? Why? Why not?
Can you give me an example of how you incorporate goal setting into
the programme?
LTC: long-term condition.
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developed as a response to health services
under pressure from factors such as high
patient demand for services, long waiting
lists, high number of referrals, stretched
resources and/or over-worked health pro-
fessionals. They discussed working within,
and being influenced out of necessity, by
these contextual factors.
We had too many patients on a waiting
list. . .about 150 or more. . . .the group pro-
gramme was the way to. . .disperse the same
information to a lot of people at the one
time. (Facilitator 4)
Some facilitators said that the availability
of government funding to run group pro-
grammes for self-management was the
impetus for their development. They saw
group programmes as an opportunity
to expand businesses, gain new clients
and gain recognition amongst other health
professionals.
It allows us to open up individual sessions
after the group sessions, you’ve got
that relationship with the patient.
(Facilitator 13)
Facilitators also reported that to meet the
external reporting requirements of manage-
ment and funders and for reporting back to
referring doctors, they collected outcomes
data focussed on biomedical indices and
lifestyle measurements, such as weight
loss, physical activity levels and diet.
We do take. . .height, weight, waist, hip cir-
cumference and then do the six minute walk
and the sit to stand test. So we do all of that
‘cause it’s already part of the. . .programme
and that’s what they [external programme
provider] ask you to gain for them.
(Facilitator 10)
All facilitators perceived that the introduc-
tion of their group programmes had
reduced the burden of LTC management
on health professionals and the healthcare
system, as the group format was viewed as a
resource-efficient method of delivery. It
enabled health services to deliver education
about self-management of diabetes to mul-
tiple patients and get education ‘out of the
way’; and hospitals to reduce readmissions
and shift patients out of hospitals and into
primary care.
It’s reducing the workload of the health
professionals I guess. . . (Facilitator 12)
Facilitators’ accounts of the training that
had been provided for the group facilitator
role focussed on condition-specific training,
a reliance on professional skills and
learning on the job. There was little men-
tion of training that contained theory or
practical skills related to group enablement
or self-management support (see also
Table 1).
So I hit the ground running here. I had no
real training. . .but kind of like secondments
do, you kind of learn on the job.
(Facilitator 5)
Education and instruction on the ‘right’
way to manage
When facilitators were asked about the
main purpose of their programmes, they
focused on education and instruction.
They discussed this in terms of experts
(facilitators) giving people with LTCs the
basics of what they need to know and
understand in order to self-manage their
LTC, emphasising physical health, risk
and lifestyle behaviour change. Facilitators
justified their focus on education as they
believed a lack of basic condition knowl-
edge and self-management skills prevails
in people with LTCs. Also described was
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the necessity for corrective education due to
incorrect health messages in the media.
Even if people say I already know this
I don’t think you can just assume that
they really, that they do or that they’ve
got correct information. (Facilitator 6)
For some facilitators, it was important that
participants ‘accept’ the facts, reasoning
that evidence-based and factual informa-
tion forms the basics of LTC education,
as the following quote illustrates:
The education isn’t going to change, it is
educating on health and I mean just because
they like or dislike it is really hard
to. . .we’re providing the facts there.
(Facilitator 9)
Some saw group programmes with multiple
sessions of long duration (1–3 h over 2–12
weeks) as opportunities to provide more
education and more time to understand
than would be possible in one-to-one
consultations. Some facilitators spoke of
participants who needed to be told over
and over, emphasising notions of knowl-
edge and motivation deficits that
needed addressing.
We’ve just got to be a bit of a broken record
until people actually do. . .what they need to
do for good health. (Facilitator 5)
Facilitators saw education as a means of
promoting behaviour change. Yet, they
revealed that the programmes’ behaviour
change activities, such as goal setting were
routinely omitted or minimised. To achieve
change, these facilitators said they educated
about why change was necessary to explain:
biomedical causes, health impacts and risks
of conditions and unhealthy lifestyles, and
benefits of healthy lifestyles. They said that
participants needed the right information to
be able to make the right decisions, as the
following reveals:
If you don’t have some level of knowledge
then you don’t know what it is you’re trying
to change [laughs], so how can you. . .work
out any strategies for it. . .it’s a self-
management condition and we don’t want
people just going to the doctor having
their tests and being told, “Yes, that’s
fine.” We want them to actually know.
(Facilitator 3)
In this context, facilitators also discussed
being unsure of the value of the pro-
grammes’ goal setting activities as shown
in this quote:
I don’t think it’s [goal setting] that effec-
tive at all really. I haven’t seen too much
success with it. (Facilitator 13)
Facilitators’ accounts tended not to include
recognition of the participants’ prior
knowledge, experience and values as well
as the impact of psychosocial factors on
participants’ experiences of managing an
LTC. Self-management elements, such as
self-efficacy and coping strategies were
rarely mentioned. One facilitator spoke of
building confidence and self-efficacy in indi-
vidual participants through treatment
dyads within a group format. This included
eliciting goals in one-to-one pre-
assessments and then providing instruction
towards goal achievement over the course
of the programme.
So then I tend to say, “Well the way I can
help you is that I know that I can improve
your strength and confidence, and what you
can do. (Facilitator 1)
This role tension between providing indi-
vidualised care and being a group enabler
is explored further in the following theme.
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Facilitator tensions between role as care
provider and enabler
Facilitators’ reflections on their roles were
dominated by care-provider (health profes-
sional) tasks and identities. Some facilita-
tors’ accounts also included one-to-one
activities that were little differentiated
from the group leader role. Professional
expertise and (biomedical) evidence were
emphasised. Descriptions of their expertise
and authority in relation to self-
management support tended to be condi-
tion specific (e.g. dietitians provided partic-
ipants with in-depth understandings on
carbohydrates and fats and their effects on
HbA1c). Specific expertise was prioritised
by facilitators who had designed their own
programmes and added to or focused on
within commercially acquired programmes.
Group enabling functions of facilitator
roles such as promoting commonalities
across group members, or any skills and
methods they employed for this were
mostly absent in accounts.
Some facilitators emphasised their profi-
ciency in addressing individual participants’
risk factors and co-morbidities and provid-
ing individualised advice despite working in
a group format. The following quote
depicts a facilitator’s views on the difficul-
ties of group leadership as related to indi-
viduals’ needs.
I always look at their individual file. . . .I’ve
got what their A1C is, what their lipids are,
what their blood pressure, I know all those
parameters, and I’ve been through the files
the day before. . . .So even though it’s much
harder to individualise in a group setting,
I still try to. . . (Facilitator 3)
Facilitators were asked about their experi-
ences of being a facilitator and working
with people with LTCs more generally.
They talked about being committed to
their role and said they felt a sense of
responsibility to help participants achieve
better health. Many described their experi-
ence of developing close relationships
with participants over the course of
the programme.
They always say to me, “I feel confident in
you’re looking after me,” and I often
wonder what they mean by that, but it
might be. . .that they feel as if I know
what I’m doing. (Facilitator 1)
Yet, co-morbidities and broader psychoso-
cial factors that were recognised by facilita-
tors as limiting some participants’ abilities
to follow the directives of the programme
were described by some facilitators as hard
to tackle. Facilitators expressed frustration
that their best efforts were nevertheless
unable to support their participants in
addressing broader psychosocial factors.
It’s a really hard one, because I feel like
sometimes you can motivate, you can
encourage someone as much as you can to
do something that is going to be beneficial
for them, but they could almost have all
the encouragement in the world. . .
(Facilitator 7)
Despite the difficulties and challenges facil-
itators described around their role, an
emphasis was placed on needing to keep a
positive attitude, and provide hope, motiva-
tion, encouragement and support to their
participants. Further, all wanted the group
environment to be friendly and social and
many talked about efforts to enable discus-
sions. Asking open questions was the
method described to best achieve this.
The need for individual responsibility
Facilitators talked about the importance of
participant behaviour change to achieve
better condition management and control,
and how they were giving participants the
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knowledge and tools that they needed for
this. Yet, they said it was up to participants
to employ this knowledge and skills in their
everyday life. Many used terms such as
‘accountability’ and ‘responsibility’, fram-
ing behaviour change as a choice deter-
mined by willingness, motivation and the
‘right’ attitude. They provided anecdotes
of ‘successful’ participants who had
achieved change and were resigned towards
participants who did not, despite their own
efforts – describing those who returned to
their past behaviours as making their
own ‘choice’.
You obviously want to see the patients do
well and having someone drop out and do
their own thing and go back into their habit
of doing nothing at home, you feel like it’s a
bit. . .it is a bit sad, but also it’s their choice.
(Facilitator 7)
When discussing individual responsibility,
some facilitators labelled less ‘successful’
participants as ‘passive’, ‘unmotivated’ or
‘having excuses’, some with little under-
standing of why they had been referred to
the group. Despite facilitators alluding to
external reasons for what they saw as
some participants’ lack of success in the
programme such as the rise of an obeso-
genic society, poor educational achieve-
ment, and level of home support, notions
of individual responsibility prevailed.
It’s hard to sort of say to people you know
you need to increase your physical activity
and improve your diet. . .so often we don’t
see those changes being put into place
because of their home environment.
(Facilitator 11)
Despite focussing on individual responsibil-
ity, most facilitators expressed low expect-
ations for participants being able to achieve
behavioural change, saying that for the
majority of participants change was
mostly minimal and rarely sustained. They
spoke of how they suggested small, incre-
mental changes to participants and spent
time managing (i.e. reducing) unrealistic
and unachievable participant expectations.
This they said was easier for both facilita-
tors and participants, reducing the likeli-
hood of failure.
I’m not saying they can’t have success. . .
they have to be realistic about what is suc-
cess. And I think that’s the message.
(Facilitator 5)
When asked, facilitators talked with enthu-
siasm about how interactions between par-
ticipants helped to achieve behaviour
change through increased motivation, com-
petition, learning and understanding.
Further probing however, saw facilitators
downplaying the importance of these
group interactions. They felt that support
and advice from a health professional
were more valuable than from other partic-
ipants, and further, that completion of the
programme’s education and structured
activities was the main purpose. Many
described participant–participant interac-
tions as providing incidental benefits that
were secondary to the programme purpose.
I think if we had more time we could let
them go a bit longer in terms of talking
and conversations. . .they can probably do
that outside if they wanted to.
(Facilitator 13)
Discussion
This is the first study to explore the percep-
tions of the facilitators of group pro-
grammes for self-management support,
including overall conceptualisations of the
programmes as well as perceptions on
programme purpose, development and
delivery. We found that the facilitators in
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our study consistently depicted their group
programmes as vehicles for providing pre-
determined biomedical education and
instruction to people with LTCs. There
was little or no mention of training to
build facilitator capacity for any complexi-
ties involved in delivering the group pro-
gramme format with the result that
facilitators adopted an individualised treat-
ment approach approximating one-to-one
care. Facilitators felt they were confined
by the exigencies of a healthcare system
determining when groups are established,
high hospital admissions and waiting lists
and further, the need to address the knowl-
edge deficits they described as being a lim-
iting factor in the self-management of
people with LTCs. The prevailing notion
that a group is a way of getting education
‘out of the way’ privileges the idea of indi-
vidual care and misses the ethos of group-
based programmes.
The facilitators, prioritising instruction
and education to the participants, sidelined
broader aspects of SM, such as shared
learning, emotional support, problem solv-
ing and goal setting. Assuming a low level
of knowledge amongst participants, thereby
implicitly discounting prior knowledge, and
judgements about motivation, attitudes and
capabilities was a driver of this perspective,
as was a focus on awareness and avoidance
of future health problems, i.e. reducing risk.
Reliance on the biomedical content appears
to have stemmed from a dominant view-
point that there is a pressing need to
educate before further aspects of self-
management could be addressed. This reli-
ance on biomedical education aspects may
diminish opportunities to address the
broader range of components that may
enable participants to live well with their
condition and is contrary to studies show-
ing multiple component interventions have
better outcomes.38 Yet, facilitators ques-
tioned the value of goal setting, a core
self-management support component, and
rarely mentioned aspects such as problem
solving and exploration of coping with the
emotional and social impacts of living with
a LTC. Limited specific training for self-
management support may have contributed
to facilitators’ reliance on biomedical con-
tent and avoidance of aspects perhaps
peripheral to their professional training.
The group facilitators identified primar-
ily as professional practitioners in the deliv-
ery of their group programmes, bringing
their clinical background, training and
knowledge to their role as well as notions
of professional responsibility. The pro-
grammes were embedded within healthcare
environments (e.g. hospitals, general prac-
tice) and this may be partially responsible
for a biomedical focus. Facilitators per-
ceived a responsibility to support the sys-
tems they were working within by taking
the pressure off peers through responding
to education needs and focusing on bio-
medical improvements that could be
reported as evidence for programme effica-
cy. All these factors may have influenced
the biomedical focus of the facilitators’
role. Yet, tensions were created as the
necessities of their role as a group facilitator
were also apparent. These tensions are
additional to those already highlighted
from health professionals negotiating pro-
fessional responsibility with patient auton-
omy in one-to-one self-management
support.39 It appears that in the group
format, to minimise this discordance,
aspects of the health professional role and
facilitator role are cherry-picked, creating
an environment of individual care in an
educational-imperative format.
Provision of self-management that sup-
ports the needs of individuals in a way that
self-management is theorised and written
into policy is challenging. One such chal-
lenge seen in our study programmes was
the co-opting of self-management support
for the alternate agendas of the health pro-
fessionals and health services within which
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they are employed that shaped the group
programmes for the narrow purpose of
biomedical instruction, education and out-
comes assessment. The consequences of this
appear to be that little time remained (and
perhaps little incentive) to address non-
biomedical aspects of self-management.
Yet, this limited ambition is at odds with
the principles of working with individuals,
responding to their needs and supporting
and empowering them to live and manage
well with their conditions.
A further challenge to self-management
is apparent in how the facilitators, when
discussing the participants and the out-
comes hoped for them, talked about
encouraging ‘individual responsibility’
rather than about ‘supporting their self-
management’. Holman et al. in a recent
review found that focussing interventions
around individual responsibility was a
‘growing trend’ in the literature.40 The
authors argued that despite a ‘wealth of evi-
dence’ on ‘upstream’ health inequalities due
to social and economic structures, the effect
on ‘downstream’ interventions has been
minimal and health behaviour remains
steadfastly attributed to the individual in
interventions. Others have further argued
that health promotion has been developing
as a political tool over recent decades within
which individual responsibility with a moral
tone is part of the prevailing neo-liberal
political discourse.41–43 Moving against
political trends is perhaps the biggest chal-
lenge (despite the obvious contradiction
when healthcare support is (re)purposed in
order to discourage the use of healthcare
support). Specific facilitator training where
these and other challenges and tensions
within self-management support are dis-
cussed and reflected upon would appear
vital to the development of a robust self-
management support programme. In light
of these findings, to achieve fidelity in self-
management support where the needs of
participants are fore fronted, it may be
beneficial to separate organisational moti-
vations from development and delivery
of programmes.
The programmes’ apparent emphasis on
biomedical instruction and education over
self-management also poses questions
about perceptions and ramifications of the
term ‘self-management’ that further
research might explore. Recent reviews of
self-management interventions show this
emphasis is not isolated to the programmes
in our study. For example, a review of
COPD programmes in its definition of
self-management led with ‘to carry out dis-
ease specific medical regimens’,27 and a
review of diabetes programmes talked
about ‘self-management education’ which
suggests disease education that had evolved
rather than the emergence of a separate self-
management ethos.16 The possibility exists
that healthcare environments and health-
care professional facilitators are not the
most appropriate means of providing self-
management support. It would also be pru-
dent to revisit what value is associated with
having condition-specific programmes such
as those in our study, not least because
many people with LTCs have more than
one condition. It is perhaps a pragmatic
necessity due to health system organisa-
tional structures, medical specialties, medi-
cal disciplines, funding streams and
guidelines that condition-specific pro-
grammes exist and maintain a place in the
mix of self-management programmes
offered to people with LTCs and their
health professionals. Condition-specific
programmes have shown evidence for posi-
tive health benefits in some (but not all)
indicators measured,16,27 and participants
have said they find the programmes benefi-
cial particularly through being able to learn
from similar others.44 However, pro-
grammes where the commonality among
participants is not a single condition
should also be considered as this may
more closely align to the realities of living
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with multiple conditions and perhaps be an
impetus for the provision of broader self-
management. In light of ongoing poor evi-
dence for didactic educational methods,45,46
programme developers should also revisit
contemporary adult learning methods.
The facilitators in our study downplayed
participant–participant interactions in the
group, and hence the support between par-
ticipants that these interactions may enable,
were sidelined. They appeared to devalue
mechanisms of support between partici-
pants such as emotional support, shared
learning and sharing of experience. This is
despite the group programmes in our study
being for single conditions and hence com-
prised of participants with similar experien-
ces. The combination of the facilitators’
beliefs in the basic education needs of par-
ticipants, and the lack of specific facilitator
training for groups may have lessened the
value they placed on group interactions in
the programmes. In light of this, it was sur-
prising that facilitators spoke of the value
gained from participants interacting with
each other despite not being prepared to
further invest time into them beyond what
occurred incidentally. Facilitating support
between participants is inherently unstruc-
tured and this requires a relinquishing
of control,47 absent in the facilitators
responses in the current study. Promotion
of shared learning and supportive relation-
ships between group participants would
seem to be integral to this format and
thus an area for immediate attention.29
Strengths and limitations
A strength of our study is that diverse pro-
grammes from everyday practice were sam-
pled. Whilst only 13 facilitators were
interviewed for this study, there was diver-
sity in health professionals and context in
this sample. However, we will not have cap-
tured the full range of experiences and per-
ceptions of facilitating group self-
management support programmes. We lim-
ited our sites to those with health profes-
sional facilitators (a common format) and
note that other forms of self-management
support programmes exist with different
formats and facilitator types such as peer
facilitators and for other single and generic
LTCs. Differences between facilitator pro-
fession types or length of experience were
beyond the scope of this paper.
Implications for clinical practice
Our study has revealed the perspective of
facilitators of group self-management
programmes for people with LTCs, a
previously underreported perspective. The
facilitators in our study conceptualised
their programmes as education and instruc-
tion vehicles, setting up their participants for
post-programme behaviour change and indi-
vidual responsibility. This runs contrary to
LTC policy and models of self-management
support that advocate for programmes that
have education as only one component of
broader self-management support that also
promotes and applies problem-solving skills,
building of self-efficacy and goal setting
towards medical, social and emotional
aspects of LTC management. Our sample
shows an example of a disconnect at the
point of implementation of LTC policy.
Further, we revealed that the potential ben-
efits of being in a group with other people
who share similar experiences, such as social
support and social learning may not neces-
sarily be understood nor valued by health
professional facilitators.
The limitations and contradictions of
current practice presented in the views of
the facilitators in our study point to, with
respect to group self-management support
programmes, a potential weakness in the
realisation of self-management outcomes.
Multiple levels of health system policy,
implementation and the training of health
professionals may be implicated. A greater
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understanding of all the components of self-
management support models that are
prominent in both policy and theory, may
lead to a better realisation of the overall
aims of supporting the self-management of
those with LTCs. This paper supports the
need for deep reflection on the current prac-
tice and purpose of group self-management
support programmes. To be relevant, self-
management support in groups must reflect
objectives broader than biomedical educa-
tion and instruction to support the self-
management needs of participants.
Acknowledgements
The authors wish to sincerely thank the partic-
ipants who kindly gave their time and shared
their experiences in interviews for this project.
Declaration of conflicting interests
The author(s) declared no potential conflicts of
interest with respect to the research, authorship,
and/or publication of this article.
Funding
The author(s) disclosed receipt of the following
financial support for the research, authorship,
and/or publication of this article: Discovery
Project grant from the Australian Research
Council.
ORCID iD
Stephen Hughes http://orcid.org/0000-0002-
3633-5203
References
1. Entwistle V and Cribb A. Enabling people to
live well. London, UK: The Health
Foundation, 2013.
2. Australian Health Ministers’ Advisory
Council. National Strategic Framework for
Chronic Conditions 2017. Canberra,
Australia: Australian Government, 2017.
3. Singh D and Ham C. Improving care for
people with long-term conditions: a review of
UK and international frameworks. UK:
Health Services Management Centre,
University of Birmingham, 2006.
4. Nolte E, Knai C, Hofmarcher M, et al.
Overcoming fragmentation in health care:
chronic care in Austria, Germany and The
Netherlands. Health Econ Policy Law 2012;
7: 125–146.
5. Australian Government Department of
Health. Australian National Diabetes
Strategy 2016–2020. Canberra, Australia:
http://www.health.gov.au (2015, accessed
08 August 2017).
6. Spruit MA, Singh SJ, Garvey C, et al. An
official American Thoracic Society/
European Respiratory Society statement:
key concepts and advances in pulmonary
rehabilitation. Am J Respir Crit Care Med
2013; 188: e13–e64.
7. Powers MA, Bardsley J, Cypress M, et al.
Diabetes Self-management Education and
Support in Type 2 Diabetes: a Joint
Position Statement of the American
Diabetes Association, the American
Association of Diabetes Educators, and the
Academy of Nutrition and Dietetics.
Diabetes Care 2015; 38: 1372–1382.
8. Bodenheimer T, Lorig K, Holman H, et al.
Patient self-management of chronic disease
in primary care. J Am Med Assoc 2002;
288: 2469–2475.
9. Battersby M, Von Korff M, Schaefer J, et al.
Twelve evidence-based principles for imple-
menting self-management support in prima-
ry care. J Comm J Qual Patient Saf 2010;
36: 561–570.
10. Holman H and Lorig K. Patient self-
management: a key to effectiveness and effi-
ciency in care of chronic disease. Public
Health Rep 2004; 119: 239–243.
11. Coleman K, Mattke S, Perrault PJ, et al.
Untangling practice redesign from disease
management: how do we best care for the
chronically ill? Annu Rev Public Health
2009; 30: 385–408.
12. Wagner EH, Austin BT, Davis C, et al.
Improving chronic illness care: translating
evidence into action. Health Aff (Millwood)
2001; 20: 64–78.
13. Anderson G. Chronic care: making the case
for ongoing care. Princeton, NJ: Robert
Wood Johnson Foundation, 2010.
Hughes et al. 13
94
14. Jordan JE and Osborne RH. Chronic dis-
ease self-management education programs:
challenges ahead. Med J Aust 2007;
186: 84–87.
15. Newman S, Steed L and Mulligan K. Self-
management interventions for chronic ill-
ness. Lancet 2004; 364: 1523–1537.
16. Steinsbekk A, Rygg LØ, Lisulo M, et al.
Group based diabetes self-management edu-
cation compared to routine treatment for
people with type 2 diabetes mellitus. A sys-
tematic review with meta-analysis. BMC
Health Serv Res 2012; 12: 19.
17. Lorig KR, Sobel DS, Ritter PL, et al. Effect
of a self-management program on patients
with chronic disease. Eff Clin Pract 2001;
4: 256–262.
18. Bury M, Newbould J and Taylor D. A rapid
review of the current state of knowledge
regarding lay-led self-management of chronic
illness: evidence review. London, UK:
National Institute for Health and Clinical
Excellence, 2005.
19. Thoits PA. Mechanisms linking social ties
and support to physical and mental health.
J Health Soc Behav 2011; 52: 145–161.
20. Dennis C-L. Peer support within a health
care context: a concept analysis. Int J Nurs
Stud 2003; 40: 321–332.
21. Hughes S, Lewis S, Willis K, et al. The expe-
rience of facilitators and participants of long
term condition self-management group pro-
grammes: a qualitative synthesis. Patient
Educ Couns 2017; 100: 2244–2254.
22. Barlow J, Wright C, Sheasby J, et al. Self-
management approaches for people with
chronic conditions: a review. Patient Educ
Couns 2002; 48: 177–187.
23. Haas L, Maryniuk M, Beck J, et al. National
standards for diabetes self-management edu-
cation and support. Diabetes Care 2012;
35: 2393–2401.
24. National Institute for Health and Care
Excellence (NICE). Diabetes in adults – qual-
ity standard, nice.org.uk/guidance/qs6,
(2011, accessed 14 Sep 2017).
25. Deakin TA, McShane CE, Cade JE, et al.
Group based training for self-management
strategies in people with type 2 diabetes mel-
litus. Cochrane Database Syst Rev 2005;
2: CD003417.
26. Warsi A, Wang PS, LaValley MP, et al.
Self-management education programs in
chronic disease: a systematic review and
methodological critique of the literature.
Arch Intern Med 2004; 164: 1641–1649.
27. Zwerink M, Brusse-Keizer M, van der Valk
PD, et al. Self management for patients with
chronic obstructive pulmonary disease.
Cochrane Database Syst Rev 2014;
3: CD002990.
28. Townsend A, Wyke S and Hunt K. Self-
managing and managing self: practical and
moral dilemmas in accounts of living with
chronic illness. Chronic Illn 2006; 2: 185–194.
29. Solberg HS, Steinsbekk A, Solbjor M, et al.
Characteristics of a self-management sup-
port programme applicable in primary
health care: a qualitative study of users’
and health professionals’ perceptions. BMC
Health Serv Res 2014; 14: 562.
30. Costello JF. Roles and strategies of diabetes
support group facilitators: an exploratory
study. Diabetes Educ 2013; 39: 178–186.
31. Harvey IS and Janke M. Qualitative explo-
ration of rural focus group members’
participation in the Chronic Disease Self-
Management Program, USA. Rural Remote
Health 2014; 14: 1–13.
32. Lavoie JG, Wong ST, Chongo M, et al.
Group medical visits can deliver on
patient-centred care objectives: results from
a qualitative study. BMC Health Serv Res
2013; 13: 155.
33. Odgers-Jewell K, Hughes R, Isenring E,
et al. Group facilitators’ perceptions of the
attributes that contribute to the effectiveness
of group-based chronic disease self-
management education programs. Nutr
Diet 2015; 72: 347–355.
34. Barlow J, Bancroft G and Turner A.
Volunteer, lay tutors’ experiences of the
Chronic Disease Self-Management Course:
being valued and adding value. Health
Educ Res 2005;20: 128–136.
35. Bossy D, Knutsen IR, Rogers A, et al.
Group affiliation in self-management: sup-
port or threat to identity? Health Expect
2017; 20: 159–170.
36. Vos T. Global, regional, and national inci-
dence, prevalence, and years lived with dis-
ability for 301 acute and chronic diseases
14 Chronic Illness 0(0)
95
and injuries in 188 countries, 1990–2013: a
systematic analysis for the Global Burden of
Disease Study 2013. Lancet 2013;
386: 743–800.
37. Green JJ and Thorogood N. Qualitative
Methods for Health Research. 2nd ed.
London: Sage, 2009.
38. Taylor SJ, Pinnock H, Epiphaniou E, et al.
A rapid synthesis of the evidence on inter-
ventions supporting self-management for
people with long-term conditions:
PRISMS–Practical systematic Review of
Self-Management Support for long-term
conditions. HS&DR 2014; 2: 1–622.
39. Kennedy A, Rogers A and Bower P.
Support for self care for patients with chron-
ic disease. BMJ 2007; 335: 968–970.
40. Holman D, Lynch R and Reeves A. How do
health behaviour interventions take account
of social context? A literature trend and co-
citation analysis. Health 2017; 1–22: 41–137.
41. Galvin R. Disturbing notions of chronic ill-
ness and individual responsibility: towards a
genealogy of morals. Health 2002; 6:
107-137.
42. Vassilev I, Rogers A, Todorova E, et al. The
articulation of neoliberalism: narratives of
experience of chronic illness management
in Bulgaria and the UK. Sociol Health Illn
2016; 39: 349–364.
43. Ellis J, Boger E, Latter S, et al.
Conceptualisation of the ‘good’ self-
manager: a qualitative investigation of
stakeholder views on the self-management
of long-term health conditions. Soc Sci
Med 2017; 176: 25–33.
44. Stenberg U, Haaland-Øverby M, Fredriksen
K, et al. A scoping review of the literature on
benefits and challenges of participating in
patient education programs aimed at pro-
moting self-management for people living
with chronic illness. Patient Educ Couns
2016; 99: 1759–1771.
45. van Hooft S, Been-Dahmen J, Ista E, et al.
A realist review: what do nurse-led self-man-
agement interventions achieve for outpa-
tients with a chronic condition? J Adv Nurs
2017; 73: 1255–1271.
46. Effing T, Bourbeau J, Vercoulen J, et al.
Self-management programmes for COPD:
moving forward. Chron Respir Dis 2012;
9: 27–35.
47. Simmons D, Bunn C, Cohn S, et al. What is
the idea behind peer-to-peer support in dia-
betes? Diabetes Manag 2012; 3: 61–70.
Hughes et al. 15
96
Chapter 4 - Participants’ experiences of and perceived value 
regarding different support types for long-term condition self-
management programmes. 
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The systematic review in Chapter 2 reported on the qualitative literature on the experiences of 
group facilitators and group participants in LTC programmes for self-management and 
exposed a paucity of in-depth exploration and critical analysis. Chapter 3 provided a more in-
depth exploration of the views of the group facilitators than previous literature. In this study 
(Chapter 4), we aimed to explore the views of the group participants: in particular, the group 
participants’ perceptions of the support in health professional-led self-management support 
group programmes and where (who) they received it from. Moreover, we explored how they 
received support and what they valued about it. 
This study will demonstrate that group participants in our study had markedly different 
perceptions of support from the group facilitators from Chapter 3 who conceptualised their 
programmes as education and instruction vehicles, setting up their participants for post-
programme behaviour change and individual responsibility. It will show that participants 
identify support from both facilitators and other participants as complementary yet distinct. 
Facilitators’ support comes from professional training and other participants’ support was 
more reflective of their contextual, lived experience of LTC self-management. What it also 
reveals is that group participants perceive facilitators prioritise professional interactions and 
constrain opportunities for participant-participant support to be received and exchanged.   
The manuscript for this paper is under review with Chronic Illness, submitted 19th January 
2019, revisions submitted 1st July 2019.
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Title: Participants’ experiences of and perceived value regarding different support 
types for long-term condition self-management programmes 
Abstract 
Objectives 
Health professional led group programmes are a common form of long-term condition self-
management support. Much research has focused on clinical outcomes of group participation, yet 
there is limited research on how group participants perceive and experience the support they 
receive. We aim to identify the different types of support that participants receive from both 
facilitators and other participants, and how they value this support.  
Methods 
Semi-structured interviews were conducted with 20 participants taking part in a self-management 
group programme for a long-term condition (obesity, type 2 diabetes or chronic obstructive 
pulmonary disease). Data pertaining to support types were deductively identified through a social 
support framework (guided by Cohen (2004), Thoits (2011)) prior to interpretive thematic analysis.  
Results 
Participants identified information and emotional support from both facilitators and other 
participants as complementary yet distinct. Facilitators’ support came from professional training and 
other participants’ support reflected the contextual, lived experience. Professional interactions were 
prioritised, constraining opportunities for participant-participant support to be received and 
exchanged.   
Discussion 
We identified a key gap in how self-management support is enacted in groups. Engaging participants 
to share experiential knowledge will make group support more relevant and mutually beneficial to 
participants living with a long term condition.  
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Introduction 
The increasing prevalence of long-term conditions (LTCs) has created new challenges for health 
systems and health professionals in how to provide self-management support for people living with 
these ongoing and mostly progressive conditions. An often-cited aim is for health professionals to 
provide person-centred support in partnership with their patients with LTCs, by harnessing and 
enhancing patients’ own capabilities to self-manage 1-4. Group programmes are a common format 
for the provision of self-management support in many countries including Australia. There is 
evidence that self-management support group programmes can improve clinical outcomes and have 
a positive effect on the activities of daily living 5, 6.  
Social science scholarship has critiqued self-management support programmes for ignoring broader 
support provision and instead, prioritising problem health behaviours, clinical outcomes and public 
cost savings 7-9. Overuse of the psychological constructs of self-regulation and self-efficacy focusses 
attention on individual responsibility for behaviour change with negative ramifications including 
harm for those with less capabilities or social capital as well as abdication of ongoing state 
responsibility 10-12.   
There is also evidence showing that these programs have limited impact for more marginalised 
groups in the population (e.g. ethnically diverse and socially and economically disadvantaged), who 
should benefit the most. This is because they tend to ignore the impact and relevance of people’s 
social context and priorities 13, 14. For example, an individual living with a LTC may prioritise 
maintaining valued social relationships, roles and identities, whereas symptom management and 
clinical outcomes may be less personally relevant to them 12, 15.    
Self-management support is articulated in national and international health policy as a way to 
extend the scope of LTC healthcare delivery, giving prominence to people’s needs and including 
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social and emotional dimensions alongside medical and clinical aspects of LTCs 1, 16.  It has been 
delivered using approaches based on different models 5, 17-22. The provision of group self-
management support is typically facilitated by health professionals such as nurses, dietitians and 
physiotherapists. Evidence shows improved health outcomes for condition markers such as blood 
sugar levels in diabetes, health behaviour changes and utilisation of healthcare, although these are 
usually small and not sustained long-term 5, 13, 23-26. Research also shows the potential of group 
programmes for providing an environment of peer support, where participants can share 
experiences and gain condition-specific knowledge and strategies for self-management 27. A recent 
systematic review 28 of the experiences of participants in self-management groups revealed the 
importance of social support, belonging, connectedness and shared learning with other group 
participants. However, research on the experiences of group facilitators of self-management support 
shows that their focus remains predominantly on providing evidence-based education and 
instruction for health behaviour change, rather than on group member interactions and peer 
support 5, 29, 30.  
There is no universally recognised definition of self-management support and the notion of what 
constitutes support is still under-developed. In particular there has been very limited research on 
how group participants perceive and experience support in group programs, how they describe and 
value the different kinds of support provided by facilitators and other group participants, and how 
they mobilise this support to help live with and manage their condition.  
In this paper, we draw on Cohen’s (2004) framework of support which suggests that support 
encompasses three main types – informational, instrumental and emotional. Informational support 
refers to information, advice or guidance; instrumental support refers to tangible assistance; and 
emotional support to ‘expressions of empathy, caring, reassurance, and trust’ and ‘venting’ 31. We 
also draw on the theoretical work of Thoits (2011) who proposes that the support provided by 
individuals with similar experiences is valued for their experiential knowledge and understanding of 
101
the ‘many dimensions and nuances’ of an individual’s lived experience and situation 32. Similar 
others show empathy, and provide information and advice that individuals find relevant, because 
they have similar experiences 32-34. Similar others can also act as role models and comparators who 
can shape coping responses and provide hope that proposed courses of action will be beneficial 32, 35. 
In the context of health professional-led self-management programmes, where there is potential for 
support from both group facilitators and from group participants sharing similar experiences, there 
is still little known about what type of support participants receive from facilitators and participants, 
and what support they value. In this qualitative paper our aim is to identify the different types of 
support that group participants in self-management support group programmes receive and 
exchange between both facilitators and peers, and how they value this support. 
Methods 
Approach 
This paper draws on semi-structured interview data from individuals participating in self-
management group programmes in New South Wales, Australia. Interviews explored participants’ 
experiences and views of self-management support while participating in the programmes. We 
designed a qualitative research study, drawing on an interpretive approach to data collection and 
analysis. Ethics approval was obtained from Sydney Local Area Health District Human Research 
Ethics Committee (Protocol no: X15-0214), and from the University of Sydney Human Research 
Ethics Committee (Project no: 2016/898). 
Sample 
Group programmes (n=6) for one of three LTCs - chronic obstructive pulmonary disease, type 2 
diabetes or obesity - were purposively selected for diversity across metropolitan and regional 
locations and hospital and community-based settings. All programmes were led by a health 
professional (see Table 1 - programme characteristics). All group participants (n=57) of these 
programmes were invited to participate in individual interviews. 
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Table 1. Programme characteristics 
Site Location Condition Facilitator types Participant no. 
(at first session) 
1 Large metropolitan hospital 
outpatient gym 
COPD Physiotherapist 10 
2 Small metropolitan hospital 
outpatient gym 
COPD Physiotherapist 7 
3 Large metropolitan hospital 
outpatient room 
Diabetes 
type 2 
Dietitian 9 
4 Suburban general practice Diabetes 
type 2 
Dietitian and 
exercise physiologist 
5 
5 Large metropolitan hospital 
outpatient room 
Obesity Physiotherapist, 
nurse, psychologist, 
dietitian 
20 
6 Rural, community hall / 
hospital meeting room 
Obesity/ 
healthy 
lifestyle 
Dietitian and 
exercise physiologist 
6 
Recruitment 
A researcher introduced the study to participants during the programme, describing the purpose 
and what participation would involve. Interested participants were given an information sheet and 
invited to participate in an interview. All participants provided written consent prior to interview.  
Data collection 
In-depth, semi-structured interviews were conducted face-to-face or by telephone (Dec 2015 - Apr 
2017). An interview guide was developed to explore experiences of participation in group 
programmes informed by LTC support literature and a systematic review of the qualitative group 
self-management literature 28. Interviews explored experiences of living with and managing LTCs, 
experiences of participating in the group programme and interactions with group facilitators and 
other participants. Interviews lasted between 60-90 mins, were audio recorded and transcribed 
verbatim by professional transcribers. Data were de-identified and pseudonyms allocated. 
Data analysis 
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Qualitative data software (nVivo 11) was used to manage and organise the data. Data were 
thematically analysed using a combination of deductive and inductive analysis. Interview transcripts 
were read repeatedly and data pertaining to support were identified and categorised into the three 
theoretical component types of support provision – instrumental, informational and emotional 
(table 2) 31, 32. In this deductive process, we were also sensitive to descriptions of perceived versus 
received support and the source of support. Inductive thematic analysis of each category explored 
how participants talk about the value and meaning associated with support experienced during the 
programme, their views on different sources and types of support and how they were accessed in 
the groups. Trustworthiness and credibility were enhanced by: two authors from different disciplines 
and levels of experience coding separately; regular comparison, challenging of interpretations and 
revisiting of raw data using an iterative back and forth process; refining and discussion of emerging 
themes with the broader research team; and use of an audit trail to document processes, decisions 
and dispute resolution 36.  The presentation of findings includes exemplar quotations of the themes.  
Table 2. Types of social support (adapted from Cohen 2004, Thoits 2011 31, 32) 
Instrumental Informational Emotional 
Provision of material aid to 
deal with daily tasks or 
financial assistance 
Provision of relevant 
information in the form of 
advice or guidance to deal 
with problems and cope with 
current difficulties 
Expressions of empathy, 
caring, reassurance and trust 
provision of opportunities for 
emotional expression and 
venting 
Results 
Table 3. Participant characteristics 
Characteristic Number 
Gender 
Female 10 
Male 10 
Age 
Average 59 
Range 27-80
Median 66
Condition 
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Diabetes 6 
Obesity 8 
COPD 6 
Education level 
School year 10 or below 2 
School year 12 or equivalent 7 
Trade certificate 5 
University degree 5 
Not disclosed 1 
Employment status 
Employed full-time 2 
Casual employment 2 
Not currently working* 16 
* Note: Not currently working includes retirement (n=11) 
Participants (n=20) across six diverse programmes (see table 3), provided similar overarching notions 
in their responses when discussing support in the programmes. All had been referred to the single 
condition programmes by a medical practitioner. However, they also revealed emotional and social 
issues during the interview, as well as concerns about managing other LTCs. Participants discussed 
informational and emotional but not instrumental support from the group programme. They saw 
group facilitators and other participants as contributing different yet complementary forms of 
informational and emotional support for living with a LTC. Participants described filtering 
information from both other participants and facilitators, choosing what was valid and useful to 
them. They also highlighted that although they valued time in the sessions for interaction with other 
participants, these interactions were often shut down or not encouraged by facilitators. We cover 
each of these main themes in turn.     
Complementary forms of informational support 
Participants described health professional facilitators as focused on ‘factual’ information and advice. 
They positioned the facilitators as having expert knowledge in medical aspects of self-management 
of LTCs such as condition physiology, test results, medications and recommended foods and 
exercises. They appreciated the facilitators’ interest and time studying chronic condition care. 
Information and advice provided by facilitators was trusted, respected and endorsed by participants 
(e.g. ‘she has legitimate answers to legitimate questions’ (Rose, 69 years, COPD)). Participants 
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privileged facilitators’ knowledge by stating that they had ‘the right’ information and advised the 
‘correct’ course of action. This can be seen in the following excerpt from Gary where the biomedical 
or professional knowledge of the facilitator is legitimised, in part because of its exclusivity (i.e., 
controlled by health professionals). Gary mobilises the information that he understands, describing 
this as a strong motivating factor in doing strenuous exercise.    
[The facilitator might say] “I want you to do this.”  And I’ll do it because I respect his knowledge. 
He knows what he’s talking about. And I know I’ve got to push myself. … that’s my motivator, I 
want to see my heart rate improve, because that’s going to help the arteries, it’s going to do a lot 
of good. (Gary, 73 years, COPD, site 2) 
At times, however, participants perceived that the information provided by facilitators was 
overwhelming (‘too much’ information), irrelevant and lacking insight into their personal 
circumstances. The following quote illustrates how one-way delivery of information led to 
disengagement:  
This is a very formal, a more rigid educational [programme]...They're not finger waggers, but it's 
a, professorial at the lectern, rather telling us what we need to know rather than letting us 
discover what we need to know. (Dan, 52 years, obesity, site 5) 
When group facilitators positioned themselves as high status or authoritative many participants felt 
impeded from developing knowledge and discovering ways themselves to self-manage. Some 
participants’ accounts suggested that they felt like passive recipients of information, ‘we just sit and 
listen to what he says’ (Ken, 79 years, diabetes, site 4), when they wanted their own expertise and 
capabilities for independent learning to be recognised by facilitators and integrated. Fred, for 
example exclaimed ‘we’re not kids’ and suggested many aspects of the information provided by 
facilitators were common knowledge, and underestimating participants’ knowledge limited other 
opportunities for informational support.   
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They say, ‘oh yeah that fats no good for me or that much sugar is no good for me’. There’s no 
need to go to the program to know that, because you can read it yourself. (Fred, 72 years, 
diabetes, site 4) 
In contrast, participants described the informational support gained from other participants as 
different from that of facilitators and complementary – it filled gaps in the facilitators’ informational 
support. Other participants provided informational support gained from their experience of living 
with and managing LTC(s), i.e. experiential (‘lay’) knowledge, that was more personally relatable and 
relevant to participants’ own circumstances, needs, experiences and challenges. This knowledge was 
predominantly about practical strategies and information, and personal accounts of what has 
worked or not, and less narrowly focused on recommended treatments. Other participants were 
also more likely to provide information about managing the wider social and emotional aspects of 
self-management such as uncertainty, negative emotions and feelings, interpersonal relationships 
and relationships with other health professionals.  
Something else to think about, ponder over, sort of think well that’s not for me or, yeah, I could 
do that, that’s a great idea. …I’ll look into that or, start thinking of questions, and getting 
answers. (Rose, 69 years, COPD, site 1) 
They identified this as a key ‘gap’ in the informational support that was provided by group 
facilitators, who provided more generic information, but had limited understanding about the 
intricacies and specificities of living with and self-managing LTCs. Kevin believed that health 
professionals are not fully aware of how burdensome it is for people with diabetes to adopt and 
sustain a restrictive diabetic diet.     
[Health professionals] can empathise all they want, but they don’t know what it’s like … if it was 
someone suffering diabetes sitting there, then she is giving us information from her own 
experience. Being a diabetic, that would make a quantum leap because then they’re more 
believable. ... there’s a difference between a dietician managing their life and eating healthy and 
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having a proper meal size, because they’ve done it because they want to. They haven’t had to do 
it because they’ve got diabetes … it is harder for someone to do because they have to. (Kevin, 62 
years, diabetes, site 3) 
Similarly, Bill contrasted the theoretical knowledge from facilitators and the ‘practical’ knowledge 
from participants, revealing how he listened to other participants’ experiences and used this 
information alongside the responses of the facilitator to form his own understanding.  
Actual people with the disease or whatever, it sort of resonated more with me…just finding out, 
hearing more, and learning about something from someone who’s not read it in a book, who’s 
actually living it... I’d like to hear the theory from [the facilitator], but the practical stuff from 
other people. (Bill, 31 years, diabetes, site 3) 
Being encouraged and feeling safe: valuing emotional support from facilitators and peers  
Participants described the group environment as ‘welcoming’, ‘comfortable’ ‘safe’, and ‘reassuring’. 
They felt emotionally supported by both group facilitators and other participants, yet distinguished 
between the nature of such support. Emotional support from facilitators was typically more explicit 
– it was described as being encouraged, listened to and responsive to their concerns. In contrast, the
emotional support gained from other participants was described as more inherent or ‘felt’ – as a 
feeling of belonging, reassurance, acceptance and safety of being among others with similar 
experiences. Emotional support from facilitators was further described as being ‘personable’, 
‘empathic’ and ‘positive’. Relationships with facilitators were described as trusting and non-
threatening. Many emphasised that they were treated as a ‘person’ rather than a ‘patient’ 
(contrasting past experiences with other health professionals). For example, Monica said she could 
confide in her facilitator about anything and be listened to and supported rather than judged and 
blamed.  
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I confide in them that I can’t stop eating, I cannot stop eating. So she gave me her email address, 
and I’ve emailed her what I eat for a whole week. And she’s going to go over it and sit down and 
talk to me and explain. (Monica, 36 years, obesity, site 6) 
Others similarly felt comfortable to expose vulnerabilities or fragilities to individual facilitators, 
without fear of being shamed, embarrassed or criticised. Some gained reassurance knowing social 
and emotional impacts of living with LTCs are ‘normal’ experiences.   
I can ask [the facilitator] stuff about this disease that my doctor doesn’t fill… Like is it normal to 
feel depressed; is it normal to feel you know like isolated...she gives you answers, or she gives 
you skills to deal with stuff…She has great experience, and she’s got empathy, she treats 
everybody as an individual, which is really, really nice. She remembers your name and she listens 
to you. She reassures you that you’re not going crazy, and that it’s normal to feel this way, 
people do feel this way, so you’re not alone. (Rose, 69 years, COPD, site 1)  
I find them [facilitators] wonderful,...I think what it does is it allows me to be frail, you know, it 
allows me to have my own frailties without feeling embarrassed by them. (Mark, 68 years, COPD, 
site 1)  
In contrast, the emotional support exchanged between group participants was rarely as overt as 
from facilitators. Apart from a couple of instances – encouragement during exercise activities, in 
most cases- participants described emotional support from other participants as felt, or in the words 
of Gary, ‘subliminal …you’re not conscious of supporting someone or being supported’. They felt 
they were among peers similar to them because of shared experiences living with LTCs. Knowing 
their peers faced similar challenges and ‘struggles’ was described as a ‘leveller’ and led to feelings of 
inclusivity. Perceiving no hierarchies contributed to a ‘non- threatening’, open and inclusive space, 
and a feeling of ‘safety’. Even though this was not demonstrated explicitly, participants felt peers 
were non-judgemental because of shared experiences, illustrated by Ruby and Gary: 
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I know people are doing the same thing, and struggling the same as me, and want to lose the 
weight like me, and are doing the same exercises…I get more out of it. 'Cause I know that I've got 
the support...they're [other participants] not judging me on how I look, or how I'm doing things, 
they're there to help me, they're there to actually give me the support I needed. … not just giving 
me support because they feel pity for me. (Ruby, 27 years, obesity, site 6) 
You might have a million dollars and the next person’s got nothing but we’re still in the same 
boat. …And that’s the leveller…we’re all there because we have a problem. (Gary, 73 years, 
COPD, site 2) 
This sense of belonging and acceptance, not always present in spaces outside of the group, allowed 
participants to compare their situation to others and feel less ‘alone’, ‘hopeful’ (seeing others doing 
well), and that their experiences of illness were ‘normal’ and shared.  
Most things that [other participants] Ken and Michael said that they do, I’m about the same. 
…Makes me feel that I’m normal…that I’m the same as other people… I like it. (Fred, 72, diabetes, 
site 4)  
What I like about being in the group is that it allows me to be more accepting of myself and my 
own limitations because I can see the limitations of other people. So I can be here and I can see 
some people are stronger than me, some people are weaker than me, some people breathe 
better, some people breathe worse, it just allows me to be in sort of like a peer group with the 
chests. (Mark, 68 years, COPD, site 1) 
Participants also described being able to express feelings, emotions and frustrations to an 
understanding audience. They felt confident other participants would be accepting. For example, 
Mark talked about being ‘allowed’ to express his feelings:  
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It’s supportive talk in a sense that it might be just, “oh, God that’s hard, I’m buggered” you know, 
that sort of level of conversation which is fine. …it just allows you to say how you feel and you 
know that they understand completely. (Mark, 68 years, COPD, site 1) 
Constraining opportunities for peer support through group interactions  
Opportunities for peer support through participant interactions, though seen as important to 
participants, were perceived to be shut down or not encouraged by facilitators. Thus they were few 
and mostly ‘ad hoc’, often fitted in between content or activities directed closely by the facilitators. 
Most participants felt they would have gained from more opportunities to hear from, and talk with, 
other participants. A few however, said they actively avoided interactions with others in the group 
fearing unhelpful negative emotions may be triggered.  
Participants perceived that the facilitators and programme structure prioritised facilitator-directed 
programme aspects such as education, instruction and activities (individual exercises or workbooks). 
They felt that support from other participants was invisible to facilitators. Facilitators were described 
as not giving opportunities or space for group interactions or at times active in shutting down 
interactions. Numerous examples of this include Anna, who perceived facilitators were discouraging 
of participant-participant interaction and questioned the room configuration in rows, not facing 
each other and Deb, who stated she had gained little knowledge of the other participants.  
the way the room is set up. ….just looking forward. So, there's not much interaction that way. ...I 
don't know why they do it that way...it’s less intimidating for people?...it doesn't make for people 
interacting. (Anna, 52 years, obesity, site 5) 
We say good morning to each other but I don’t really know the people that were there. I don’t 
know anything about them at all. (Deb, 69 years, COPD, site 2) 
Other participants who felt restricted in their opportunities for discussions wondered what might 
have been missed by not interacting more with others. Some would have liked to have heard more 
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of others’ feelings and their experiences of coping, suggesting the struggles of others provides 
context for a more favourable self-perception: 
It's more normalised. …The other people are struggling with their own issues, the real people. 
…[However,] there's not a chance for interaction and question asking, and how someone else has 
overcome. …you're able to pick up little gems from other people. But again, here, I think this is 
more a...and it's not a finger wagging, but it's kind of, this is the knowledge you need to have. 
(Dan, 52 years, obesity, site 5) 
A few participants felt an absence of opportunities themselves to express feelings and coping to 
other participants. They believed this would have benefitted emotions such as feeling low and 
isolated. For example, Rose regretted missing the supportive benefits of others. Warren was willing 
to come early or stay back if the opportunity presented itself:   
The only thing that I regret in here is that I come in and I just do my sheet myself, I do my 
exercises, like if I need help I can go to her [the facilitator] if there’s a problem …In a way I 
sometimes think when I’ve been really low, I think if I just had somebody to talk to about this 
feeling, I might feel better.  But I don’t, so then I talk to [facilitator]. …and she said, “Yeah, this is 
when you need to go and see your GP.” (Rose, 69 years, COPD, site 1) 
Even if they had ten minutes after. I know people got to go to pick their kids up but even if they 
come ten minutes earlier you know and somebody just sit down and just say how hard’d you 
think it was this week it’d be alright. Because a lot of them’ll say well, it’d probably be hard for 
them this week. (Warren, 33 years, obesity, site 6) 
A few participants spoke of their reluctance to share their experiences with their health condition, 
yet valued the ‘little chats’ with other participants about daily activities and common interests. 
These participants avoided talking about LTCs in part to avoid negative emotions that this could 
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trigger. As such, incidental interactions served a different function in that they relaxed and helped 
participants to ‘settle in and feel part of the group’ and made it ‘fun’:  
It relaxes you. I think it’s important…. We’re not talking about “oh how’s your lungs”, you know. 
…No-one ever says, ‘oh yeah I’m bringing up, you know this’ and “coughing and spluttering over 
my husband”. It’s never mentioned. …we know why we’re all there. We just chat about other 
things...about life. ...No you don’t talk about your illness. (Gary, 73 years, COPD, site 2) 
Discussion 
This study explored the perspectives of people participating in a diverse range of health 
professional-led group programmes providing support for LTC self-management, about the nature 
and type of support they received. Applying a social support theoretical framework 31 to our in-
depth exploration of the experience of group programme participation has given new explanations 
for how participants perceive and value ‘support’ in this format. Our findings show that participants 
gained informational and emotional support from both health professional facilitators and other 
participants. A key finding is that participants distinguished between the different types of 
knowledge and emotional support offered by facilitators and peers in the groups, as well as the 
different origins and justifications of the types. Further, these different types of support had 
different meanings and value to them and, together, they found the different types of support to be 
complementary. Participants felt that one source of support had limitations, and that a broader 
range of support had been gained in the groups than in other healthcare and social encounters. 
However, opportunities for supportive interactions between peers were few as participants 
perceived them to have been constrained by health professional facilitators who prioritised health 
professional support. 
Informational support from facilitators was seen as factual, providing legitimate answers to 
participants. Yet, when presented as didactic or authoritarian education, it disempowered 
participants and reduced their engagement with programmes, confirming previous findings about 
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the low value of this type of education 5. In contrast, support received from other participants was 
grounded in lived experience and rich with opportunities about possible strategies and real 
examples of successes and failures for self-management. People valuing and seeking experiential 
knowledge from similar others is not a novel finding and the self-help movements and online patient 
experience boom has been well documented 37-39. Indeed, governments and other organisations 
have themselves become promoters as the evidence for benefits have increased 38. Our study 
suggests that in the context of formal self-management programmes led by health professionals, 
participants have the opportunity to evaluate both professional expertise and experiential 
knowledge to form a broader, more relevant understanding, of their own situation and knowledge 
needs 40. Further, the perceived limitations of both health professional facilitators and of other 
participants are reduced by the presence of the other. Participants, when speaking of this 
complementarity, appeared to be more engaged with the programmes and their self-management 
than when speaking of expert information only.  
As with informational support, emotional support enabling participants to feel safe and reassured 
also differed by source. Emotional support from facilitators was perceived as overt and attentive, 
participants valued the professional care, reassurance and encouragement, whereas from other 
participants it was inherent and described as ‘felt’ among peers with commonalities and shared 
understandings. Thoits and others have suggested that perceived emotional support, such as that 
spoken about by the group participants, is (paradoxically) stronger and more consistently beneficial 
to health than received (overt) emotional support 31. Our study participants’ responses were about 
the value of having emotionally ‘safe’ opportunities to chat with and observe others, and a number 
spoke about value in emotionally supportive non-condition interactions. Perhaps health professional 
oversight of face-to-face contact in this format is a unique enabler for people prone to isolation, and 
where other emotional support formats such as professional, online, self-help or peer groups do not 
appeal 38, 39.     
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Studies of self-management participants’ experiences have previously reported limits to 
opportunities for peer interaction in group programmes 28. Our study found participants viewed 
being with peers as providing supportive processes distinct from those of health professionals. 
Thoits suggests support from similar others directly affects physical and mental health and indirectly 
buffers harmful physical and mental effects 32. However, research has shown health professional 
facilitators do not always prioritise this form of support and professional authority, evidence-based 
education and narrow biomedical conceptualisations of self-management support prevail 9, 29, 30.  
Explanations may include a lack of group-specific facilitator training 28 and health professionals being 
uncomfortable or even threatened with changes to power structures needed to incorporate and 
trust patient expertise 41, 42.  
The participants in our study, as in other studies 43, revealed they had compared themselves with 
others, which assisted with feelings of normality and perceived greater sense of hope. Uniquely in 
this study, participants reported that through these processes of perceived support from others they 
felt more motivated and engaged with their health. These outcomes should be of interest to 
researchers, practitioners and policy makers in the ongoing quest for patient engagement and 
activation with self-management 44, 45.  
Strengths and limitations 
A study strength was that we conducted purposive sampling in order to gain breadth and richness of 
experience across a range of conditions, programmes, gender and demographics. The majority of 
participants were unemployed (n=5) or retired (n=11) perhaps due to programmes being free 
(publicly funded) and conducted on weekdays: interviews did not explore the potential of LTCs as 
causative of unemployment. Limitations included that participants self-selected into the study and 
this may mean that other viewpoints were not captured in our data, such as from those who feel 
group self-management is unsuitable, who dropped out of the programme or were less engaged. In 
addition, ethnicity, socio-economic age and gender variation may be elucidated in further studies of 
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specific populations. A further limitation is that only one interview was conducted per participant. 
Future studies may wish to explore other group programme settings, use multiple time points 
before, during and after programmes and explore differences between different groups related to 
programme delivery, and how this impacts on participant experience.    
Implications for clinical practice 
Participants exposed some of the limitations of formal self-management support provided by health 
professionals in group programmes, as well as some opportunities. The group programmes in our 
study were perceived by participants as prioritising health professional and medical authority over 
exploration and nurturing of support for mutual benefit among the group participants. The 
‘invisibility’ of the support that participants perceived and valued highly from peers may pose 
difficulties for health professional facilitators in the programme frameworks and medical contexts 
they operate within, which frequently use measurable biomedical outcomes to define success 5, 29. 
Practitioners facilitating group self-management support programmes should be aware of the 
limitations inherent in professional expertise revealed in this study to people seeking support with 
self-managing LTCs. Finding the right balance may prove challenging to facilitators; guidance through 
theoretical scholarship into the purpose of self-management support 1, 9, peer support 31, 32, 46, 47, 
patient experience of LTCs self-management 48 and patient-centred care 49 may be beneficial. This 
study suggests that allowing space for making explicit the inherent support of peers and promoting 
experiential knowledge should make group self-management support more relevant to participants. 
This should be key to health systems and health professionals with aspirations to positively affect 
the lives of people with LTCs.  
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Appendix 1. Interview guide questions 
1. Living with a LTC
Tell me a bit about yourself 
What kind of things do you do to manage your condition? 
Has the way you manage your condition changed over time? 
2. Group program discussion
How did you come to be in this group program?  
Can you tell me a bit about your experiences of being in the group program? 
What do/did you hope to get out of attending this course? 
What do you think the group leader’s role is? 
How have you found the course material? 
3. Plans for your health
What plans do you have for your future health? 
After you finish the program, how do you think the way you manage your [ ] will change? Why? 
How do you feel about the future when living with [ ]?  
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Chapter 5 - Goal setting in group programmes for long-term 
condition self-management support: experiences of patients and 
healthcare professionals. 
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The previous chapters reported on the qualitative literature (Chapter 2) and on the 
experiences of group facilitators (Chapter 3) and group participants (Chapter 4) in LTC 
programmes for self-management. These chapters have exposed a disconnect between the 
expectations of LTC policy or models of self-management support and how self-management 
support is being translated and implemented in practice. This subsequent study (Chapter 6) 
was conducted as an in-depth exploration of the views of the group facilitators and group 
participants on their respective experiences of goal setting in group self-management 
programmes. This includes what goals participants attending long-term condition self-
management support group programmes have, and how facilitators and participants talk about 
their experiences of, and engagement with, goal setting in programmes. 
As discussed in the background (1.4 p24), goal setting is a key element used to facilitate self-
management support and is associated with both behavioural psychological approaches to 
promoting health behaviour change and with self-management support approaches where it is 
seen as an important tool to elicit patient preferences for self-management. In group 
programmes, however, there has been very little research exploring how goal setting occurs 
between health professionals and patients. This study demonstrates that group participants 
had personal and meaningful goals for self-management across biomedical, social and 
emotional domains. It showed that health professional facilitators viewed these as important 
yet, throughout the programme sessions worked to shape the participants’ meaningful goals 
into pre-determined health behaviour change activities. An important finding of this paper is 
that it revealed both participants and facilitators had a level of disengagement from the goal 
setting practices that are conducted.  
The manuscript for this paper is under review with Psychology and Health, submitted 12th 
July 2018. Initial revisions that responded to the three peer reviewers were accepted 24th 
March 2019 subject to minor revisions that were submitted to the editor on 3rd April 2019. 
121
Title: Goal setting in group programmes for long-term condition self-management 
support: experiences of patients and healthcare professionals.  
Authors: Stephen Hughes1, Sophie Lewis2, Karen Willis3, Anne Rogers4, Sally Wyke5, 
Lorraine Smith1 
Author addresses: 
1The University of Sydney School of Pharmacy, Faculty of Medicine and Health, Building 
A15, The University of Sydney, NSW, Australia, 2006. 
2Faculty of Arts and Social Sciences, University of New South Wales, Sydney, New South 
Wales, Australia, 2052. 
3Allied Health Research, Melbourne Health, La Trobe University, Royal Melbourne Hospital, 
Parkville, Victoria, Australia, 3052. 
4Faculty of Health Sciences, University of Southampton, Highfield, Southampton, SO17 1BJ, 
United Kingdom. 
5Institute for Health and Wellbeing, College of Social Sciences, Room 204 25-28 Bute 
Gardens, G12 8RS, United Kingdom. 
 
 
 
 
 
 
122
Abstract 
Objective: To examine group facilitators’ and participants’ experiences of and engagement 
with goal setting in long-term condition (LTC) self-management group programmes.  
Design: We conducted a qualitative mixed method study including 13 interviews with group 
facilitators, 20 interviews with group participants and content analysis of programme 
workbooks. Participant interviews explored their goals for managing their condition. 
Facilitator interviews explored their goals for participants. Data from the three sources were 
analysed inductively and thematically.  
Results: The three themes showed: 1. Participants have personal and meaningful biomedical, 
social and emotional goals and, facilitators believe these goals to be important and perceive 
them as integral to increasing motivation and self-responsibility; 2. Facilitators shape 
participants’ goals into pre-determined health behaviour change activities, disregarding social 
and emotional aspects; and 3. Participant disengagement from the goal setting process and 
questioning of the value of goal setting was evident.  
Conclusions: Patient engagement with goal setting may be less attainable when what matters 
to people is sidelined to focus on behaviour change goals and self-responsibility. Yet, 
supporting people to identify and pursue meaningful goals for living with LTCs is more 
likely to increase engagement and motivation. Stakeholders in group programme 
development and delivery should review their goal setting activities. 
Key words: goal setting, self-management, long-term conditions, group programmes  
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Introduction 
Self-management support is a central component of many national and international policies 
on long-term condition care (Elissen et al., 2013). Self-management support is defined as an 
active and collaborative partnership between healthcare professionals (HCPs) and patients, 
whereby HCPs assist individuals who are managing a long-term condition (Barlow, Wright, 
Sheasby, Turner, & Hainsworth, 2002; Battersby et al., 2010; Bodenheimer, Lorig, Holman, 
& Grumbach, 2002; Glasgow, Davis, Funnell, & Beck, 2003; Wagner et al., 2001). Emphasis 
is placed on the goals, needs, and values of the person living with the long-term condition, 
rather than the goals of health professionals (Barlow, et al., 2002; Bodenheimer, et al., 2002; 
Entwistle, Cribb, & Owens, 2018; Wagner, et al., 2001). Most writers articulate that goal 
setting is a key activity in self-management support for multiple purposes: to help 
practitioners identify and address what matters to patients and for providing theoretical 
underpinning and guidance to health behavior change interactions between practitioners and 
patients (Lenzen, Daniëls, van Bokhoven, van der Weijden, & Beurskens, 2017).  
In Australia, the Chronic Disease Strategy states that: “engaging people in the management of 
their chronic conditions empowers individuals to […] set goals appropriate to their health and 
social needs and values” (Australian Health Ministers’ Advisory Council, 2017, p. 31). Other 
countries’ policies also recommend healthcare professionals implement a collaborative goal 
setting process that addresses what is important to the individual (Liddy and Mill, 2014; NHS 
England, 2016).  
Goal setting originates from, and has been studied in, the field of organizational psychology.  
The theory suggests that goal setting supports motivations for action through self-regulation 
and achieving self-efficacy (Locke and Latham, 2002). Setting goals is thought to be 
effective because it focusses attention and effort on a desired outcome (Locke and Latham, 
2002). It is proposed that if a goal is important to an individual, the goal will be pursued with 
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higher internal motivation and increased likelihood of achievement (Deci and Ryan, 2000). 
Goal setting in self-management is informed by self-efficacy theory (Bandura, 1977), a 
theory of behavioural change and the basis of Lorig’s Stanford self-management programmes 
(Lorig and Holman, 2003). Given this, it is unsurprising that goal setting is regularly included 
in long-term condition care guidelines and policies as a key tool for health professionals 
implementing self-management support. 
Much health research, however, remains focused on goal setting to encourage people to direct 
effort and attention on pre-determined lifestyle behaviours (Lenzen, et al., 2017). This is 
exemplified in the proliferation of studies on the effect of goal setting on diet, exercise and 
disease markers (Chin et al., 2008; Cullen, Baranowski, & Smith, 2001; DeWalt et al., 2009; 
Estabrooks et al., 2005; Heisler, Vijan, Ubel, Bernstein, & Hofer, 2003; Nothwehr and Yang, 
2007; Pearson, 2012; Zgibor et al., 2007). Owens et al. (2017) explored practitioners’ 
measures of success in self-management support and found condition related aspects and 
maintaining relationships with patients was their main focus (Owens et al., 2017). The 
personal goal focus that includes individual preferences and social context advocated in 
policy and theory seems absent in many studies (Holman, Lynch, & Reeves, 2017). The 
literature exploring the many ways in which the social world shapes health behaviours, 
particularly with respect to inequalities across demographic factors such as class, gender and 
ethnicity is also considerable yet, appears unconnected to the individual health-behaviour 
change focus in the medical literature on goals (Haslbeck et al., 2015).  
Group programmes are a common format for providing self-management support for people 
with long-term conditions (Barlow, et al., 2002; Coster and Norman, 2009). However, there 
has been limited research attention given to goal setting in the group format. For example, 
studies evaluating goal setting in programmes such as the Chronic Disease Self-Management 
Program (Stanford University, 2016) revealed only that participants’ feedback was generally 
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positive, particularly when goals were discussed and followed up (Barlow, Bancroft, & 
Turner, 2005; Barlow, Edwards, & Turner, 2009; Haslbeck, et al., 2015; Kendall, Foster, 
Ehrlich, & Chaboyer, 2012; Stone and Packer, 2010). What they did not show, however, was 
how participants and facilitators approach goal setting, what goals they value and what they 
think about goal setting. Studies in rehabilitation group settings reveal that there can be a goal 
mismatch between patients and health professionals (Brown et al., 2014; Pearce et al., 2015). 
Patients may be reluctant to set goals that are different to health professionals because they 
fear that this could impact negatively on their future interactions with their health 
professionals. Given the short-comings of research to-date into goal setting beyond its impact 
on pre-determined lifestyle behaviours, and that group programmes are a common format of 
self-management support for people living with long-term conditions, there remains limited 
understanding of how goal setting is experienced. This includes what goals and aspirations 
are taken into account in the programmes and how they are enabled by facilitators and 
perceived by participants. In this exploratory study we examine the experiences of both 
patients and health professional facilitators of goal setting in group self-management 
programmes. Our research questions were: 
1. What goals did participants attending long-term condition self-management support
group programmes have?;
2. What expectations did facilitators have for group programme participation?; and
3. What were the facilitators’ and participants’ perceptions of goal setting activities in
group programmes?
Method  
A qualitative approach using multiple methods enabled an examination of how goal setting 
was perceived, enacted and experienced in group-based self-management support. This study 
is part of a broader Australian study analysing patient-provider interactions in both group and 
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one-to-one settings. We undertook interviews with facilitators and participants of group 
programmes, and analysed the printed materials and workbooks used in group programmes. 
For this study, our working definition of goals centred around individuals’ conscious 
objectives or aims (Locke and Latham, 2002), desired outcomes (Deci and Ryan, 2000) and 
expressions of values and preferences (Entwistle and Watt, 2013). We received ethics 
approval from local area health district and university human research ethics committees. 
This work was supported by the Australian Research Council under Discovery Project Grant 
DP150101406. 
Sample and recruitment  
Participants were people (n=20) attending group programmes and their HCP group 
facilitators (n=13). The six group programmes selected were chosen because they provided 
self-management support for chronic obstructive pulmonary disease (COPD), type 2 diabetes, 
or weight management. These conditions were chosen for several reasons: 1) each is 
associated with a range of medical, physical, emotional, psychological and social issues for 
which individuals are expected to self-manage (Kaptein, Fischer & Scharloo, 2014; Powers et 
al. 2015; Puhl and Heuer, 2010) ; 2) each has group-based programmes in Australia and 
internationally for supporting individuals to self-manage (Zwerink et al. 2014; Steinsbekk, 
Rygg, Lisulo, Rise & Fretheim, 2012; Stenberg, Haaland-Øverbya, Fredriksenc & Kvisvik, 
2016; Paul-Ebhohimhen and Avenell, 2009); 3) each is relatively prevalent (World Health 
Organization (WHO), 2014). While there is some debate, in Australia and internationally, 
about whether excess weight or obesity should be classified/recognised as a chronic disease 
or long-term condition or not (Kyle, Dhurandhar & Allison, 2016; Opie, Haines, Ervin, 
Glenister & Pierce, 2017), it is a major risk factor (and/ or coexists) for a range of long term 
conditions such as type 2 diabetes, heart disease, stroke and musculoskeletal conditions 
(WHO, 2014). Programmes were from a range of metropolitan and regional locations and 
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hospital and community-based settings. Table 1 provides an overview of the programmes. 
After distributing an information sheet about our study during the course of the programme 
we invited all group participants and facilitators to participate in an interview. Participants 
were reimbursed with a gift voucher to compensate them for their time.    
Table 1. Overview of the programmes  
Location Programme 
focus 
Facilitators 
Large metropolitan 
hospital outpatient 
room 
Diabetes type 2 Dietitian 
Suburban general 
practice 
Diabetes type 2 Dietitian and EP 
Large metropolitan 
hospital outpatient 
room 
Weight 
management 
Physiotherapist, nurse, 
psychologist, dietitian 
Rural, community hall / 
hospital meeting room 
Weight 
management/ 
healthy lifestyle 
Dietitian and EP 
Large metropolitan 
hospital outpatient gym 
COPD Physiotherapists 
Small metropolitan 
hospital outpatient gym 
COPD Physiotherapists 
 
Table 2. Group patient participant characteristics 
Characteristic Number 
Age  
 Average   
 Diabetes 62 
 Weight management 49 
 COPD 69 
 Overall 59 
 Range  
 Diabetes 31-79 
 Weight management 27-80 
 COPD 67-73 
 Overall 27-80 
 Median  
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 Diabetes 69 
 Weight management 53 
 COPD 69 
 Overall 66 
Gender  
 Female  10 
 Male 10 
Programme focus  
 Diabetes (2 female, 4 male) 6 
 
Weight management (5 female, 3 
male) 8 
 COPD (3 female, 3 male) 6 
Education level   
 School year 10 or below 2 
 School year 12 or equivalent 7 
 Trade certificate 5 
 University degree 5 
 Not disclosed 1 
Employment status  
 Employed full-time 2 
 Casual employment 2 
 Not currently working 16 
 
Data collection 
In-depth, semi-structured interviews were conducted face-to-face (in a mutually agreed 
location) or by telephone between December 2015 and April 2017. They lasted between 60-
90 minutes and were audio-recorded with participants’ consent. Interviews occurred around 
the time of the final group sessions or after programme completion at the convenience of the 
interviewees. An interview schedule was developed to guide the interviews, based on 
psychological and sociological understandings of long-term condition self-management 
(Corbin and Strauss, 1985; Leventhal, Brissette, & Leventhal, 2003), self-management theory 
(Barlow, et al., 2002; Bodenheimer, et al., 2002), goal setting theory (Deci and Ryan, 2000, 
2008) and a review of the qualitative literature (Hughes et al., 2017). Participant interviews 
included questions to elicit spontaneous talk about their goals about how they manage their 
condition(s), challenges and aims for attendance at the programme, as well as about their 
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experiences of goal setting and what goals they had set in the programme. The participants 
were asked to bring programme workbooks to interviews to facilitate discussion about the 
goal activities experienced in the programme and the goals they had written (or not) during 
these activities. Facilitator interviews included questions about how their programme was 
designed, their perceptions of programme purpose so as to elicit spontaneous talk about their 
goals for participants, as well as about their stated goals for participants and their experiences 
of goal setting activities, their roles and their perceptions of group participants. From each 
programme a set of printed materials and workbooks was obtained from the programme 
facilitators. The printed materials included presentation slides and other handouts. 
 
Data analysis 
The analysis was conducted inductively and thematically using a constant comparative 
method (Green and Thorogood, 2009). The interview data which were the main focus were 
organised using qualitative data software (nVivo 11). We conducted multiple readings and 
team discussions of the interview transcripts to gain familiarity and contextual depth (SH, LS 
and SL). From the printed group materials, data were extracted where goal setting activities 
occurred and this was triangulated with the interview data to provide more context and 
understanding of the programmes and their goal setting activities. From interview data we 
ascertained what participants and facilitators said about goals and the goal setting activities. 
A coding framework was developed where text from the three data sources were coded into 
categories and subcategories. These data were then analysed during which emerging themes 
and concepts were noted. Analysis and comparison across and within categories were 
conducted to develop final themes (SH, LS and SL). Differing clinical practice and research 
backgrounds (SH - pharmacy, LS - psychology and SL – medical sociology) provided diverse 
perspectives to underpin and ensure the rigour of analysis. Frequent team meetings during 
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this process included comparison and challenging of individual interpretations, and 
assumptions were further minimised through review with the broader team (KW - medical 
sociologist, AR - medical sociologist and SW - behavioural scientist). 
Results 
The analysis revealed that participants have personal and meaningful social, emotional and 
biomedical goals. Facilitators believe these goals to be important and perceive them as 
integral to increasing motivation and self-responsibility. Despite participants having social 
and emotional goals, facilitators in the programmes worked to shape the participants’ goals 
into pre-determined health behaviour change activities, removing the social and emotional 
aspects. We found evidence of disengagement from the goal setting process and questioning 
of the value of goal setting from both participants and facilitators. 
These findings are presented below in the following three themes: 1. Participants and 
facilitators value personal and meaningful goals but for a different purpose; 2. Participants’ 
goals are shaped into pre-determined health behaviour change activities and; 3. 
Disengagement from the goal setting process. 
1. Participants and facilitators value personal and meaningful goals but for a different 
purpose  
Both facilitators and participants emphasised the importance and value of having goals that 
are personal and meaningful to the person living with and managing a long-term condition. 
For participants, goals that mattered included aspects of biomedical condition and symptom 
management, feeling better in themselves and improving physical and psychological health 
and, being able to do things that are important in everyday life. Similarly, for facilitators, 
important goals were concerned with what is meaningful to participants and included 
examples of social goals such as maintaining independent living arrangements and rebuilding 
131
confidence to participate in society, such as catching buses independently and playing with 
grandchildren. Facilitators and participants both talked about how goals are oriented around 
social and biomedical facets of individuals’ condition management and lives and, in this way, 
both recognised complexity in participants’ goals. Further, both facilitators and participants 
were strongly of the opinion that ‘the social’ could not be ignored when managing a long-
term condition. The following examples show  Bill (participant) forefronting his 
responsibilities to family when talking about his various health goals and facilitator 1 
revealing that she ‘always’ seeks the goals that matter: 
It’s more for me is just being healthy for my kids, that’s the only thing.  You know I 
want to see my daughter get married and all that sort of stuff.  I just [...] if I have to 
inject insulin I will, but if I can push that back and not have to worry about it, then 
that’s even better. [Participant, Bill, male, age 31, diabetes, Site 3]  
I always ask them […] what would you say is your main problem […] usually it is 
their shortness of breath, because it is quite overwhelming and limits everything.  But 
often it’ll be something completely random like […] “I’ve lost my confidence and I 
don’t want to be dependent on my wife anymore” [...] “I want to be able to catch a 
bus” [Facilitator 1, physiotherapist, Site 1, COPD]  
Despite these commonalities, the purpose of setting personal and meaningful goals differed 
between participants and facilitators. For facilitators, a key reason was their belief that 
participants should have ‘ownership’ over goals to increase motivation and thus achievement 
in making behavioural changes. They also perceived that having their own goals encouraged 
participants to take more responsibility for their own health. The link between meaningful 
goals, increased motivation and taking on responsibility was articulated explicitly by many 
facilitators: 
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If they have their own personal goal they’re more likely to take on their own self-
management. […] if I let them make the goals, they’ve got the power, they get the 
confidence that they can do it outside […] they can manage themselves. [Facilitator 
9, dietitian, Site 6, weight management]  
I think that unless you address what is their major concern, then half the time you’re 
wasting your time. […] what it is that you want to prioritise […] trying to work with 
what they’re interested in and what they’re motivated to do something about. 
[Facilitator 5, dietitian, Site 3, diabetes] 
In contrast, participants simply expressed their determination to pursue their goals and to 
continue to live a full life.  
Diabetes is part of my life and it’s part of my life forever. I’m not gonna stop diving, 
I’m not gonna stop travelling, I’m not gonna stop doing what I’m going to do. 
[Participant, Kevin, male, age 62, Site 3, diabetes] 
I’m working hard to try to get off the steroids.  I’m really trying hard to do that, that’s 
my goal.  And once I get off that I’m going to be trying to get off the methotrexate 
[….] And I’ll be determined to do it if I can […] So my determination now is to try to 
keep as fit as possible, not catch any infections if I can help it, and just do everything I 
can to stay alive really. [Participant, Deb, female, age 69, Site 2, COPD. Note: this 
participant had a co-morbid condition which was treated with the medication 
methotrexate] 
 
2. Participants’ goals are shaped into pre-determined health behaviour change activities. 
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When discussions turned to the activity of goal setting, discordance begins to appear between 
the ideal of pursuing meaningful goals and the actual goals participants adopted. Facilitators 
sought to shape (and in doing so narrow) participants’ goals towards goals which could lead 
to discrete and measurable health behavioural change. When talking about goal setting 
activities in the programmes, facilitators tended to focus on goals being adjusted towards the 
promotion of lifestyle changes such as increasing exercise, making changes to diet and 
quitting smoking. To guide group participants towards narrowing their goals, facilitators 
spoke about educating participants on the benefits of making behavioural changes. They 
believed that through this education, participants would begin to give more importance or 
priority to the biomedical aspects of their long-term condition(s) and thus, increase their 
motivation to pursue goals focused on lifestyle behavioural change. The following quote 
exemplifies these beliefs:  
We talk a bit more about goal setting […] working out targeted goals for them […] 
wanting to educate them and teach them why they should be exercising as well. 
[Facilitator 7, physiotherapist, Site 2, COPD] 
Facilitators also revealed medical boundaries within which participants were ‘free’ to set their 
own goals. For example, in the following two facilitator quotes goal choice is restricted to a 
choice of a healthy lifestyle change:  
Definitely what they want to achieve. […] fortunately most of it is somewhat health 
related, so almost anything and everything can be achieved through some lifestyle 
change I guess. [Facilitator 12, dietitian, Site 4, diabetes] 
Any type of goal that they’re wanting to do or they’re wanting to sort of aim towards 
or achieve is fine. It doesn’t have to be you know increase your water by three cups a 
day or you know change from white bread to multigrain bread, it can be anything. 
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Whether it’s physical or nutrition related or just general health or lifestyle related 
that’s fine. [Facilitator 10, exercise physiologist, Site 6, weight management] 
Furthermore, there was a tension evident when participants’ goals were seen to be meaningful 
but, in the view of facilitators their goals were not achievable. For example, facilitators 
described ‘simplifying’ the participants’ goals or making their goals ‘specific’ so that they 
would be ‘easier’, ‘realistic’ and ‘achievable’ for the participant. They saw this as managing 
what they perceived as the unrealistic expectations of some participants. They spoke of how 
hard it is for participants to maintain their motivation for behaviour change and that setting 
easy and simple short-term goals increased the likelihood of achievement and minimised the 
risk of failure, which they saw as something that they needed to shield participants from. 
Set yourself up for success, don't set yourself up for failure, is probably one of the 
most common terms, or common sentences I say […] Don't set that goal, 'cause that is 
actually not achievable[...] that's not realistic. [Facilitator 5, nurse, Site 5, weight 
management] 
I try and make them make it [their goal] a little bit more specific. [Facilitator 1, 
physiotherapist, Site 1, COPD] 
The narrow conceptions of goal activities revealed by facilitators were also seen in the 
examination of the written materials provided to participants in the group programmes. The 
materials were structured to shape participants’ goals towards a narrow and biomedical focus. 
With titles using variations of the descriptors ‘healthy’, ‘lifestyle’, ‘diet’ and ‘exercise’, these 
materials focussed on information, suggestions, guidelines and/or instruction on exercise, 
diet, healthy lifestyles, the benefits of changing behaviour and the risks of not doing so, and 
contained activities around these management aspects for participants to complete. The 
participant workbooks contained goal setting sections for participants to complete during 
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programme sessions. These goal activities typically contained instructions and examples of 
types of exercise and diet goals to guide participants in their own goal setting. Missing from 
the materials were sections on setting meaningful or personal goals. There were no examples 
of non-biomedical goals such as managing emotions, building confidence or pursuing (or 
maintaining) valued life roles and activities.  
It was apparent that when participants talked about the goals they had set during the group 
programmes, the social aspects of their overarching goals and aspirations had been stripped 
away during the programme and were narrowed in on a specific goal focused on the more 
medicalised aspects of long-term condition management. Like the facilitators, participants 
expressed (and some had written into their workbooks) goals around diet, condition control 
and exercise. Overall, participants were vague when speaking about the goals they had set/ 
written during the programmes, some had not written a goal into their workbooks and others 
had not brought their workbooks to the interviews. Disengagement from the goal setting 
process is explored further in Theme 3. Further, participants’ discussions of goal setting 
activities were of activities conducted individually or one-to-one with a facilitator. Group 
involvement appeared to have been absent and not promoted. In the following quotes, Bill 
who had previously emphasised family and general health, reveals that in the goal setting 
activity his focus was now on a weight loss target and Warren recalls the programmes’ 
expectations for setting goals in a group session: 
I’d love to be about a hundred kilos, I’ve still got about 15 kilos to go. […] Her [the 
facilitator] saying, “No, you’ve lost a little bit of weight, and you’re doing all your 
stuff, and you’re on the right track,” so that made me feel a bit better. […] that’s the 
big thing, losing weight around the gut and stuff like that. […] the goal thing worked, 
it’s good to write things down. [Participant, Bill, male, age 31, Site 3, diabetes] 
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It was setting the goals for the week.  Like you say I want to walk 1000 steps in one 
day or something like that. […]  I think what kind of food you gotta eat during the day 
as well. [Participant, Warren, male, age 33, Site 6, weight management] 
 
3. Disengagement from the goal setting process. 
The extent to which facilitators and participants engaged with goal setting activities in 
programmes varied. In their interviews, facilitators focused on the effects of goal setting on 
increasing participants’ motivation and taking personal responsibility. They viewed goal 
setting as key to participants achieving health behaviour change (their ultimate aim). 
Facilitators used goal setting to encourage participants to decide what behaviour change they 
would pursue.  
You can't achieve weight loss without behavioural change, and if you don't have a 
goal, how are you going to know what your behaviour change is?  […] if people don't 
have a goal I don't know how you would be successful, I don't know how you work on 
anything if you don't have goals. [Facilitator 5, nurse, Site 5, weight management] 
In contrast, the participants were less positive about engaging in setting goals and instead 
focussed on the difficulties they perceived in achieving the behaviour change goals that were 
the focus of the programme, particularly after the programme finished. Participants were 
concerned that once the programme ceased they would no longer receive the support from 
facilitators and other group participants, as well as access to facilities, resources and the 
routine of weekly sessions. Participants also foresaw difficulties with trying to implement 
new goals into their daily lives, alongside other competing work and family demands and 
priorities:  
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Goal setting, I would love to be able to. I don’t know how I’m going to go. I don’t 
have any like, staying on track like, it’s always, [pause] yeah. [pause] It’s hard like, 
because I have full time work, plus full-time study, plus three children. And trying to 
stick to a goal is going to be hard. [Participant, Monica, female, age 36, Site 6, 
weight management] 
Participants engagement (or lack of) with goal setting also appeared to be associated with 
conflicts between their determination to achieve goals and their concerns about their ability to 
do so. Participants talked about the need ‘to be disciplined’, ‘to take responsibility’ and ‘to 
persevere’. One participant, Jill, said ‘I’ve got to keep remembering, and I’ve got to eat the 
proper foods’. However, conscious of past experiences and envisaging less support after the 
programme finished, they viewed goal achievement as riding on their own, largely 
unsupported, choices and actions –  it is ‘up to me’ and ‘for my own good’. Participants 
blamed themselves for what they saw to be their lack of motivation and poor attitude which 
they believed to be key aspects that they needed to change and, ruminated on the challenge 
and their prospects:  
I have to be disciplined. […]  I don’t drink alcohol, I don’t smoke and the only thing I 
have is food. We are all striving to get there, I’m trying as hard as I can, you know. 
[Participant, Kevin, male, age 62, Site 3, diabetes] 
I said, “well, how do I fail so that I have to keep coming to the group” you know.  
Because I think that this is such a support, become such a supportive environment for 
me that I have concerns about being able to maintain the momentum after here. 
[Participant, Mark, male, age 68, Site 1, COPD] 
What about when it finishes, what are we going to do then? All that eight weeks of 
exercising and changing our ways of doing things, is that just going to [...] maybe go 
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chuck in the bin. […] I'm scared that I'm going to go back to my own ways, I admit, 
I'll probably go back to my own ways. [Participant, Ruby, female, age 27, Site 6, 
weight management] 
There were also examples of explicit disengagement with the goal setting activities from a 
few participants who questioned the relevance and/or applicability of goal setting to their 
needs and wants, and who refused to participate. These participants felt that the facilitators’ 
focus was too narrow and simplistic and their ‘lifestyle’ behaviours and goals were already 
adequate or at the limits of what they were prepared to change. This suggests a possible 
negative impact of imposing boundaries on the goals that participants can set whereby goals 
are shifted away from personal goals and valued activities, and towards specific behavioural 
change. For example, Gary, who evaded goal setting during sessions, contrasted the goals 
suggested in the programme (e.g. push ups) with regular (and valued) activities and jobs 
around the house, which he saw as more engaging. 
Get the chainsaws out and chop those things back, rake up leaves.  The leaves are 
coming down […] They’re a form of exercise but they’re jobs I’ve got to do. […] 
they’re more my goals than thinking I’ll do 14 push-ups or something. They’re living 
goals. [Participant, Gary, male, age 73, Site 2, COPD] 
Although facilitators spoke about the importance of goal setting and the need for participants 
to pursue meaningful goals, some facilitators also questioned the value of goal setting. 
Facilitators said that goal setting was something to be fitted in around more important 
components of the programme, such as the education. For other facilitators, there seemed to 
be a disconnect between goal setting as a programme activity that they spent a lot of time on, 
and revelations of its limited effectiveness. These facilitators however, unable to explain why 
goal setting was not effective, appeared destined to continue practicing it in lieu of an 
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alternative. Facilitator 10 in the following quote sees poor success in goal setting lies with 
participants’ motivation yet, does not consider factors in the goal setting process or the social 
context within which participants will be enacting their goals.  
I see so often people write goals or come up with goals whether they’re a SMART 
goal or not but as soon as they walk out that door they lose all motivation […] they 
go oh that’s too hard or it’s going to take too much effort or I don’t have time.  So 
whether it has become an unrealistic goal, yeah.  It’s hard to sort of pinpoint what 
happens in goal setting. [Facilitator 10, exercise physiologist, Site 6, weight 
management] 
Discussion 
This qualitative study captures the views of both facilitators and participants about the goal 
setting activities in self-management group programmes. Aligning with long-term condition 
self-management support policy, the group facilitators in our study believed that individuals 
living with and managing a long-term condition benefited from pursuing personally 
meaningful goals that are not limited to their conditions and general health, but also extend 
into broader social and emotional needs and responsibilities. Similarly, the goals of the group 
participants in our study reflected this diversity. Yet, a disconnect was evident between 
facilitators’ views advocating this belief while providing little in the way of discussion 
around actually enabling participants to pursue meaningful goals in the programmes. In fact, 
departing from these ideals, facilitators discussed ways in which they actively shaped the 
goals of participants to be more closely aligned with what they believed to be most important, 
namely condition management and exercise and dietary behaviour change. Any goal ‘choice’ 
provided to participants, existed within these narrow boundaries, thus stripping the social and 
emotional aspects out of participants’ goals.  
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Further, facilitators tried to shape the participants’ goals (and ‘manage their expectations’) 
into simple behaviour change goals that facilitators considered would be ‘realistic’ and 
‘achievable’. This appeared to be driven by facilitators’ beliefs that they were increasing the 
likelihood of successful goal achievement and avoiding the risk of failure. Yet, these beliefs 
diverge from goal theory which proposes that health goals are more likely to be achieved 
when they are personally meaningful and sufficiently challenging (Deci and Ryan, 2008). In 
our study, despite facilitators proposing that meaningful goals should be fore fronted for the 
benefits to motivation and achievement this would provide, pursuing meaningful goals by 
adopting a broader approach appears to have been overtaken by the imperative to address 
narrow health behaviours first. The dominance of pre-determined health behaviours in goal 
setting is well documented (Lenzen et al. 2017, Bodenheimer and Handley 2009). Yet, our 
data showing tensions between health professionals’ conceptualisations and application of 
goal setting suggests a tension between their willingness to explore broader patient goals and 
perhaps a professional duty-of-care. 
The evidence for the benefits of people with long-term conditions increasing their activity 
levels and improving diet is not in dispute (Roberts and Barnard, 2005). Most previous 
research has looked at goal setting for this purpose, namely to encourage patients to take up 
pre-determined behaviours around activity and diet (Lenzen et al. 2017). Yet, the strategy 
followed by the facilitators seen in our study of simplifying participants’ broader concerns 
into lifestyle behaviours appears not to have engaged the group participants. For some, the 
social and emotional realities of their lives remained an ongoing concern to them after the 
programme. In light of this revelation, the value of providing self-management support that is 
asocial and decontextualized should be questioned as it is unlikely to engage the things that 
people value and that could form the basis of goal setting in the everyday lives of people. The 
‘determinants of health’ approach shows that societal organization has a profound and 
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dynamic effect on both intentional and unintentional health behaviours that should not be 
ignored when considering the goals of individuals (Short and Mollborn, 2015). Indeed, 
participants in our study who rejected goal setting as an activity, described in the literature as 
patient resistance or passivity (Lenzen et al. 2018), were actively questioning of its relevance. 
Interestingly, participants appeared to expect that the health professional facilitators would 
propose narrow diet and exercise change for them in the programmes and our overall 
perception is that goal activities with a broader focus would be novel to them. It would seem 
that, in the views of the participants, group programmes have not differentiated themselves 
from other health professional encounters. In our study, seemingly not considered by 
facilitators in their strategy are the potential risks of goal setting for the purposes of 
promoting self-responsibility and normative behaviours rather than for the achievement of 
personally relevant goals (Entwistle and Watt, 2013). For example, the participants in our 
study spoke of self-blame and guilt over their perceived shortcomings in their motivation to 
achieve and sustain these goals. This contradicts long-term condition self-management 
support aims of building self-efficacy and autonomy (Barlow, et al., 2002). Among 
facilitators there were some who had concerns about the implementation of goal setting 
activities in the programmes, despite going through the motions, and this perhaps points to 
structural issues that facilitators are working within, examples being time constraints, rigid 
programme structures and requirements for biomedical outcomes reporting (Hughes et al., 
2018, In press). Other studies however, have revealed that health professionals find forming 
partnerships with patients challenging and exercising control over patients remains a 
prominent strategy in goal setting (Mudge et al. 2015, Franklin et al. 2018, Ellis et al. 2017). 
Poor theoretical application of goal setting may also be a consequence of inadequate training 
(Hughes et al. 2018, Lenzen et al. 2017, Bodenheimer and Handley 2009). 
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Participants tended to speak of the value of psychosocial support from facilitators and other 
participants during the programme, rather than the educational or goal setting aspects. Indeed, 
it is the ceasing of support at the end of the programme that was of direct concern to many 
participants. Different models of self-management support where linkages to ongoing support 
in the participants’ communities are provided would address this concern (Holman, et al., 
2017; Reeves et al., 2014). Future research in group self-management support programmes 
may also wish to explore different measures of success than short term behaviour change, 
such as peer support (Simmons, Bunn, Cohn, & Graffy, 2012).  
Strengths and Limitations 
The main strength of this study is that it explored goal setting not as an outcome, but as a 
process, and from the perspective of both group facilitators and group participants. We 
sampled from multiple contexts, condition types, facilitator professions and participant 
demographics in order to gain breadth and richness of experience. Analysis of the enactment 
of goal activities in the group programmes, including the context and purpose for their 
inclusion in programmes, benefited from triangulation of multiple data sources - the 
programmes’ written materials and the interview data. The written materials cross-validated 
the finding that goal activities had a pre-determined focus by group facilitators, a finding also 
consistent with the experiences gleaned from the group participants’ interview data.. 
We accept that participants self-selected and this may mean that other viewpoints were not 
captured in our data, such as those who dropped out of the programme or were less engaged. 
Future studies may wish to explore other group programme settings, and formats, where goal 
setting is included. The conditions in our study are associated with lifestyle behaviours and 
these are viewed as an important and effective part of management and treatment. This 
appears to have shaped the perspectives of the facilitators when conducting goal setting as 
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part of support for self-management in the group programmes. Other long-term conditions 
where lifestyle behaviours are less critical may have markedly different findings. A further 
limitation is that only one interview was conducted per participant, and future research may 
wish to interview at multiple time points before, during and after programmes. People with 
long-term conditions frequently have co-morbidities that affect treatment, their experience of 
illness and behaviours however, this was beyond the scope of our study.      
Conclusion 
Participants’ goals are complex, multiple and extend beyond biomedical condition 
management yet, facilitators are shaping these goals and actively removing the social and 
emotional aspects. The resultant focus on narrow, condition-management behaviour goals 
and self-responsibility were of doubtful value to participants and also facilitators. The patient 
engagement and motivation sought in long-term condition policy and self-management 
support models may be less attainable when what matters to people is sidelined. Supporting 
people to achieve broader goals inclusive of psychosocial aspects is a challenge for HCPs. 
Stakeholders in group programme development and delivery could use the findings of this 
research to reflect on the process of goal setting activities in their group programmes so they 
might more closely support participants to identify and pursue goals that are meaningful for 
living with long-term conditions in the contexts of their everyday lives.  
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Chapter 6 - Discussion and concluding remarks 
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Support for self-management for people with LTCs that is delivered in a group programme 
format is common. To date, however, it has been largely unknown what this looks like in 
everyday practice. This thesis explored the enactment of group self-management support 
across a range of conditions and group programme types to provide new understandings and 
explanations. The findings show that narrow medical education and instruction by facilitators 
dominates the group programmes and the broader emotional and social aspects of self-
management are less prioritised. This likely was one of the reasons why some participants 
appeared to be disengaged with the programmes. Also evident was that some participants had 
negative self-perceptions of their abilities to achieve the self-management goals they had set 
in the programmes. However, this did not appear to influence group facilitators’ practice – 
that is, they continued to pursue a narrow medical focus, providing pre-determined 
biomedical education and instruction to set up the participants for post-programme behaviour 
change and individual responsibility. Despite a clear desire to be supportive, dedicated and 
caring in their roles, our findings suggest that health professional facilitators may 
inadvertently be constraining opportunities for enacting alternative group programme 
agendas, that is, programmes that are inclusive of the participants’ prior knowledge, shared 
learning, emotional and social support, problem solving and goal setting. Taking advantage 
of these opportunities may more closely align group programmes with the goals and 
preferences of group participants, that is, the people living with LTCs. 
6.1 Overview of principal findings 
A main finding from the qualitative systematic review (Chapter 2) was the paucity of existing 
studies open to exploring the full range of experiences of group facilitators and participants, 
and not simply programme processes and outcomes. The review was the first in the published 
literature to explore the perspective of both group participants and facilitators across a range 
of self-management group programmes. What emerged from analysis of the studies was that 
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group participants attribute value to their interactions with other participants through shared 
learning and social support, and this benefit was little explored by study authors and 
facilitators who were more focussed on measurable programme outcomes. On the other hand, 
the group facilitator data hinted at the dominance of narrow interpretations of self-
management around education and conformity to lifestyle changes. The lack of detail in the 
studies about what the group facilitators think about their programmes, what shapes these 
thoughts and how they go about their facilitator role limited our understandings and 
represented a gap in the literature. The group participants’ perspectives provide only 
preliminary understandings of their experiences of support in the programmes and whether 
the programmes enabled them to pursue goals to meaningfully guide their self-management. 
The findings of this review underpinned the collection and analysis of data in the study of 
Australian group programmes which formed the bulk of this thesis and its exploration of 
group programmes (Chapters 3-5).  
Findings from analysis of the group facilitators’ interview data revealed conceptualisations of 
self-management support that were dominated by pre-determined biomedical education and 
instruction purposes (Chapter 3). It was revealed that external pressures shaped the 
programmes and that facilitators had received little training beyond their professional 
qualifications that would have provided them with skills and theoretical understandings of 
self-management support or group facilitation. Facilitators emphasised their role as LTC 
experts. Their approach to their role however, seemed to be significantly shaped by their 
beliefs about people with LTCs. In particular, they held notions that health and condition 
knowledge deficits are common in participants and have a limiting effect on ability and 
motivation for self-management and ultimately for taking individual responsibility. They 
sidelined participant-participant interactions and the resultant emotional support, shared 
learning and sharing of experience these could offer participants in the groups.  
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To explore the experiences of the group participants in the programmes, a theoretical 
framework of social support (emotional, informational and instrumental - from Cohen et al. 
2000, Thoits 2011) was used (Chapter 4). The findings of this study showed that participants 
viewed health professional facilitators and other participants as providers of different yet 
complementary sources of informational and emotional support during the programmes. The 
resultant combination of support had value to programme participants not least due to being 
unique to the group format and absent in other healthcare and social encounters. The support 
differed according to source: from health professional facilitators there was factual (expert) 
information and emotional care and encouragement; and from other participants there was 
lived experiential information and emotional support with inherent shared understandings. 
Participants felt that interactions between themselves were constrained in the programmes 
and that the programme emphasis was overwhelmingly prioritising the support delivered by 
health professionals. This left a sense of missed opportunities for realising broader supportive 
gains. 
Analysis of how goal setting is enacted in the group programmes (Chapter 5), a component 
of self-management, was conducted to elucidate the preferences of group participants and 
their enablement in the group programmes. The importance of participants being able to 
pursue personally meaningful self-management goals was expressed by facilitators, yet it was 
clear that priority is given to the narrow goals of facilitators around exercise and dietary 
behaviour change, and that the goals of participants are shaped to align with these. Stripping 
the social and emotional aspects of participants’ goals is the result of programmes oriented 
away from what participants feel is important, towards the goals of facilitators. There was 
evidence of harm as some participants judged themselves as having low motivation to 
achieve goals they had set in the programmes and expressed self-blame, guilt and 
disengagement with self-management goal setting. Some participants remained concerned 
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with the unaddressed and ongoing social and emotional concerns and realities of their lives. 
Facilitator disengagement and frustration with goal setting activities was also evident.  
6.1.1 Combined findings and potential ramifications 
Combined, the findings of each paper provide original insights into the everyday practice of 
group programmes. We find that, in group programmes, it does not appear that connection 
between people with both similar experiences and a common purpose of improving health is 
being encouraged. Unlike what has been stated in contemporary policy and practice 
guidelines, our findings show that the medical and social aspects of managing LTCs are not 
being bridged with group programmes and this may reduce the potency of group programmes 
to deliver self-management support that is meaningful and personally relevant to people with 
LTCs. Rather, what has been revealed appears disconnected from these policy and theoretical 
ideals. Our findings are more indicative of health professionals focussing on medical aspects 
of LTCs and on delivering instruction and education. The presentation of instruction and 
education was often decontextualised from the lived experiences of the participants and their 
goals and preferences for living with LTCs.  
Recent theoretical work into self-management support, arguing that only broader approaches 
to self-management support are able to take into account the wider psychosocial and 
environmental contexts within which patients live with and manage their conditions, is 
strengthened by the empirical findings of this thesis (1). Narrow approaches that deliver 
education, medical paternalism and pre-determined medical goals are less likely to engage 
people with LTCs, and further, their underpinning assumptions about poor knowledge and 
motivation to self-manage, may actually be detrimental to people seeking to self-manage 
their LTCs (1-3). Our empirical evidence from participants’ experiences of the programmes 
revealed disengagement with self-management and self-blame for the failings that were 
perceived in themselves.  
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What this thesis also contributes is further insight into the facilitators’ views about and 
purpose for providing self-management support in groups. It appears that facilitators view 
groups as an efficient (economically) way to do one-to-one self-management support. Thus, 
facilitators emphasised the ways in which they provided individual care despite the group 
format and considered this to be fulfilment of their professional duty of care. This 
conceptualisation of groups as being predominantly provided for economic savings reflects 
common statements in the literature (4-6).  
What this also meant is that group facilitators did not appear to value other possible benefits 
for participants of being part of a group – the support provided between group participants. 
Facilitators’ accounts suggested that they did not actively engage with, promote and facilitate 
group interactions between participants or the forming of a group culture. In contrast, group 
participants highly valued the opportunities for interactions with other participants they had 
found, and lamented the limits placed on them by both the facilitators and the programme 
structure. These aspects of group self-management support, shown in previous research to be 
an integral component of self-management support in groups (7), would seem core to a 
facilitator role and key to improving programme success. 
Some facilitators also described a purpose of the group as enabling them to get education ‘out 
of the way’, an education-focus that aligns with descriptions of narrow approaches to self-
management support (1). Their one-size-fits-all approach however, was disconnected from 
participants’ expectations and experiences. Participants felt frustrated and disengaged with 
what they described as didactic self-management education. It was clear from participants’ 
narratives that they wanted more recognition of their prior knowledge and lived experience in 
the programmes and for learning activities to be more about group co-production than expert 
medical authority. Some participants suggested there is a difference between applying 
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professional expertise in an authoritative way and making expertise available for participants 
as they require it. 
Perhaps more difficult to address are facilitators’ beliefs that patients lack motivation and 
engagement in their self-management, and that the solution to this deficit is a continuance of 
narrow, health professional-led education. What our group participants’ accounts reveal, is 
that rather than lacking the motivation to engage in self-management, participants were 
unengaged from programmes because of what they perceived to be too much and irrelevant 
information. This represents a lose-lose situation, in which facilitators perceive disengaged 
and unmotivated participants, and participants perceive unengaging programme activities 
that do little to motivate them. Group participants overwhelmingly indicated that they were 
at the programme to improve their health and were seeking support in their efforts.  
Group facilitators’ beliefs about group participants’ lack of self-responsibility for behaviours 
seem disconnected from the participants’ stated desires about wanting to be self-responsible, 
particularly the desire to gain control over their lives and health. The potential for causing 
harm by focusing on individual deficits to perform normative behaviours through 
stigmatisation and to therapeutic relationships has been documented previously (3). By 
placing an emphasis on individual responsibility, therefore, people may feel more 
accountable but also more disconnected from, and unsupported by, health professionals. 
What our data reveal is that people with LTCs seek ongoing support that recognises their 
personal circumstances. The facilitators’ focus on individual responsibility further disregards 
the social contexts within which people are living and managing their conditions (8, 9) and is 
a further disconnect between the practice of group self-management support and what has 
been proposed in policy and theory as being critical to self-management support (1, 10-12). 
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While participants acknowledged and highly valued the diligence, caring and professionalism 
of facilitators, they also sought different kinds of support that facilitators, by virtue of not 
having conditions themselves, cannot provide. Participants spoke of the importance and value 
of the informational and emotional support that they gained from other participants and 
perceived this as being of equal importance to them for managing their conditions, to that 
provided by health professional facilitators. Participants also benefited from supporting 
others themselves. Reciprocal support is well documented in the literature on social support 
and social networks as improving self-esteem, perceived control and a sense of mattering to 
others (13-16).   
Yet, facilitators allowed very little time (and perhaps had little incentive) for group 
interactions as they prioritised the educational and instructional aspects of the programmes. 
Group participants perceived little opportunity to interact with others in the group 
programmes and share their experiences. Participants felt the structured programmes left little 
time for unstructured interactions with other participants and the development of supportive 
relationships. They felt unstructured time should be part of the programmes, rather than 
something that needed to be fitted in before or after sessions. The disconnect between 
facilitators and participants about the ethos of groups is apparent. Peer to peer support and 
interaction within the group programme may be an important consideration to inform the 
future design and delivery of self-management group programmes. 
Finally, in the enactment of goal setting, disconnects between participants’ and facilitators’ 
goals appeared to diminish the ability of participants to pursue goals that were important to 
them. The facilitators’ little support for participants’ preferences and broader goal parameters 
perhaps speaks more broadly to self-management support that is being conducted more 
narrowly and less collaboratively than has been envisaged in Australian LTC policy, which 
emphasises that health professionals explore and prioritise what is important and relevant to 
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patients. Revelations of disengagement with goal setting activities from both facilitators and 
participants attest to the disconnect this presents.  
In our study however, there was little evidence that the group facilitators had concerns, such 
as described in one-to-one self-management support formats, around the boundaries of 
broader patient goal setting and how health professionals can enable broader goals (2, 17). 
Rather, the group facilitators appeared to be focused solely on health behaviour change and 
clinical outcomes in goal setting, perhaps believing that in this format there are a limited 
number of programme sessions and this presents an imperative for prioritising goals they 
believed to be most important. Absent in the accounts of group facilitators was a broader 
purpose for providing goal setting activities beyond achieving behaviour change, and this 
also reflects the findings of other studies on goal setting (18).   
As with other aspects of the programmes, an individual approach to each patient by 
facilitators minimised opportunities for goal setting to include group co-creation, peer 
feedback and reciprocal support. A more paternalistic facilitator approach departs from 
collaborative goal setting ideals proposed in the literature as being important to increasing 
goal commitment and therefore, the likelihood of goal achievement (1, 3). Facilitators pre-
determining goals for participants also departs from goal theory where the aim is to maximise 
goal commitment through goal outcomes being meaningful to individuals (19). Preferencing 
of facilitators’ goals for participants also contradicts LTC self-management support aims 
which emphasise the importance of meaningful goals to self-efficacy and autonomy (19). 
Participants tended to speak about the value of broader overt and felt aspects of support 
during the programme rather than the educational or goal setting activities. They welcomed 
this support and felt that it was more an opportune than planned aspect of the programmes. 
The sense of trepidation expressed for their future self-management perhaps could have been 
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lessened if a more deliberate and structured process of addressing the social and 
psychological impact of their conditions had occurred during the programmes. This aspect 
remains unknown. Further, participants remained concerned about limited pathways to 
ongoing support both within healthcare and elsewhere following the final group programme 
session. 
6.2 Recommendations 
Examining the perspective of the stakeholders, both health professionals and people living 
with LTCs, on the frontline delivering and receiving healthcare is vitally important for our 
understanding, answering questions on the what, how and why of the self-management 
support provided. The outcomes of this research should impel healthcare stakeholders to 
urgently reflect on current group self-management practice, so it may more closely follow 
the aims of contemporary LTC policy and theory that emphasise co-creation between patients 
and health providers, patient agency and choice, and support purposed more broadly that can 
enable people to live well with LTCs.    
The findings of this study support a number of recommendations for policy and practice. 
6.2.1 Utilise the support inherent in each group  
One of the more surprising findings from the group programmes in this study was that 
facilitators across all the programmes sidelined interactions between participants and 
downplayed the significance of support among participants in the group. This was consistent 
with the experience described by participants. In light of the revelations from group 
participants of the value they placed in support from other participants, this is a missed 
opportunity to realise broader gains from the group programmes. Support that comes from 
being with similar others was revealed as being not commonly available to people with LTCs 
in other contexts in their lives. Sidelining what the group participants were actively seeking 
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out is a significant disconnect between the values of group facilitators and those they are 
charged with facilitating support for.  
A pressing recommendation from this study is that group programme developers and 
providers rethink their approaches to groups in order to elevate the valuing of the expertise 
and support of the group and its participants, alongside the support provided by health 
professional facilitators. In this change, dimensions of person-centred care may provide 
guidance, particularly around ‘sharing power and responsibility’ and a ‘biopsychosocial 
perspective’ (20, 21). A shift towards a more person-centred approach to group programme 
delivery, may ensure that facilitators are providing self-management support in a manner 
more aligned with contemporary self-management literature and LTC policy. This requires 
sharing of power and authority between participants and health professional facilitators and 
allows more space for participants’ voices and therefore knowledge to be heard within the 
group. However, this approach perhaps diverges from how many practitioners are trained and 
conceptualise their roles and therefore will require skills, mentoring, training and feedback 
(21).  
As living with and managing LTCs and their impacts is not only medical but also social and 
economic, it seems a less potent choice to take a highly medicalised approach to supporting 
self-management in groups comprised of people who also seek support and guidance for 
daily living with their conditions. Facilitating more collaboration between group participants 
within group programmes should better align self-management support with the preferences, 
experiences and everyday contexts of people living with LTCs, and is likely to lead to a range 
of benefits – health, social and economic.   
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6.2.2 Revisit the purpose of self-management support in groups  
The second recommendation is for group programmes to have a clear purpose that is based 
around contemporary evidence of what it means to support self-management. This includes 
prioritising individual preferences for self-management and support to ensure that those 
seeking agency to make choices and live according to their values and circumstances are 
enabled. This has been recently articulated by Morgan et al. (1) who proposed that broader 
LTC support be purposed for ‘enabling people with LTCs to live well with their conditions’ 
as opposed to support aimed at getting people to manage their conditions well . Broadening 
the self-management support provided in groups would be a translation of the theoretical 
work of Morgan et al. (1) into practice, that is, including or even prioritising a focus on how 
to live well with LTCs. 
Development and delivery of some of the group programmes in this study did not appear to 
be influenced by the theoretical and empirical LTC literature and policy. Without this 
evidence to guide the programmes and their purpose, they are effectively delivering a less 
potent intervention. It is a recommendation that programme developers, facilitators and 
educators seek guidance across a range of disciplines, inclusive of those more closely aligned 
to psychological and social aspects of the impacts of LTCs. The broader literature that has 
examined provision of self-management support that is relevant to people with LTCs is 
considerable and programme developers and deliverers could examine such areas as self-
management support models (22, 23), psychological theories such as self-efficacy (24), self-
regulation (25, 26), goal setting (19, 27), biopsychosocial model (28), patient-centred care 
(20, 21), social and peer support (13, 29).  
It is clear from the interviews with facilitators that medical education and instruction to 
promote pre-determined physical activity and diet behaviours is dominant in group 
programmes. This aspect of self-management support, while important, sidelines broader 
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aspects of an individual’s life and context that are interrelated with, and also important in, 
their self-management. Further, it reduces the participants’ ability to set and follow goals for 
self-management that matter to them, even though this is a key focus of LTC policy and 
guidelines (30). 
Facilitators focussing on small short-term behaviour changes appear to be missing a broader 
picture around engaging with participants and their self-management over a longer 
timeframe, a timeframe more aligned with the trajectory of long-term conditions.  
Contemporary practice for developing health services has patient involvement in all stages of 
development and in ongoing review (31, 32). There was no evidence that the study 
programmes had included a consumer perspective, and this is a study recommendation for all 
programmes and perhaps should be mandatory for those receiving public funding.  
6.2.3 Planning, training, reflective practice and ongoing support for stakeholders 
providing self-management support  
This study shows that the individual health professional facilitators’ conceptualisations and 
beliefs on self-management and their role in self-management support tend to be narrowly 
focussed around health and medical education and promoting adherence to pre-determined 
‘normative’ health behaviours. Of further need for review, are the facilitators’ seemingly 
established beliefs about people in the programmes with LTCs, particularly around their 
knowledge, capabilities, willingness and motivation, which appeared to be a significant 
influence on how they conduct their role and the self-management support they provide. This 
group facilitator specific finding extends the findings of other studies not specific to groups 
(2, 3, 33, 34).  
As training for facilitators on group facilitation and self-management support was mostly 
absent across the facilitators in this study, it is a recommendation that training over and above 
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health professional qualifications, be completed prior to providing self-management 
support interventions. For practitioners in one-to-one formats, training health professionals 
in patient-centred communication has been shown to be valuable in guiding patient self-
management (35) and training on illness representation and action planning improves 
communication in encounters with patients (36). The Stanford University CDSMP and 
other group interventions train group facilitators on social cognitive theory as they are 
expected to facilitate group processes (37, 38). Many studies however, provide little 
indication of the training provided to facilitators, a gap in the literature exposed by the 
systematic review (Chapter 2). The Chronic Care Model provides evidence and 
recommendations for the system wide reform the authors argue is necessary if the gap 
between theory and practice is to be bridged (39, 40) (see also 6.2.5). 
In light of the persistence of narrow conceptualisations of self-management, perhaps due to 
the socialisation of health professionals being primarily biomedical, a further 
recommendation is that research be conducted into effective training methods for health 
professionals who take on group facilitator roles requiring broad approaches to self-
management where the purpose is to promote patient preferences and to minimise medical 
authority. Options for research and policy are the introduction of competency standards, 
accreditation and/or post-graduate studies. Further, a network of qualified practitioners may 
enable collegiate support and reflective practice.   
6.2.4 Define purpose of self-management goals and goal setting in programmes Goal 
setting, despite being a key component of self-management models and LTC policy, and in 
the study was conducted in all of the group programmes, was not always supported by the 
facilitators. The findings of this research suggest the purpose and process of goal 
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setting activities in group programmes be revisited. Supporting participants to identify and 
pursue goals that are meaningful for living with long-term conditions in the contexts of their 
everyday lives is a key aspect of self-management support and key to increasing motivation 
and commitment.  
Issues remain with supporting broader goal setting in programmes that predominantly 
provide asocial and decontextualised self-management support focussing on narrow health 
behaviours. Goal setting that engages the things that people value may only be possible in a 
context where broader approaches to self-management support are valued and embraced. For 
patients, learnt goal setting skills could form the basis of goal setting in the everyday lives of 
people as envisaged in models such as the CDSMP (41). 
A recommendation of this study is that training in goal setting theory and practice be 
incorporated into self-management support training. Future research could use the 
experiential findings from this study to inform studies to more deeply understand the process 
of goal setting activities in everyday practice and facilitator training requirements for its 
delivery. 
6.2.5 Consider the impact of organisational/policy influences on group programmes  
What this research has shown is that the current approach to group programmes 
(development, facilitation and evaluation) deviates from the needs and expectations of the 
participants. It is also evident that health professional facilitators have some frustrations. 
External organisational and health system motivations appeared to have shaped the self-
management support in the group programmes. The numerous influences shaping the group 
programmes highlighted by this study included: needing to reduce waiting lists, obligations 
from other practitioners to conduct education and reporting requirements focussed on clinical 
outcomes data to referring practitioners and other bodies. It is a recommendation that group 
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programmes conduct regular audits of processes to consider the external and internal 
influences on group programmes.  
Reducing organisational motivations for providing self-management support in groups should 
reduce the external influences on the support that facilitators are able to provide. An 
imperative to affect clinical measures over the short time frames of the programmes would 
seem to be incongruous with broader longer-term aims of self-management support. It further 
provides competing priorities for facilitators. At a minimum, it is a strong recommendation 
that group self-management programmes are diverted from the requirement to focus on these 
measures.  
Further, it is unclear why group programmes require referral from a medical practitioner and 
no literature has been found to support this process and potential barrier. Future research may 
wish to explore this area of the health system. Questions remain such as: what barriers do 
referral requirements pose to potential participants who may benefit from self-management 
support groups; how does medical practitioner referral shape the expectations of potential 
participants of groups and the facilitators who receive these referrals; and what effect do 
payment pathways requiring referral and assessment have on equity of access to group 
programmes? 
What is clear is that complex interventions involving human behaviour require a different 
approach to the hands-off one currently taken when translating and implementing policy into 
practice that has resulted in ad-hoc, standalone programmes heavily influenced by the health 
professional facilitators’ beliefs. In removing organisational motivations and health system 
barriers it is important that evidence-based frameworks and guidelines are introduced. 
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6.2.6 Explore non-health professional group sites/facilitators  
In light of the dominance of health professional facilitators and healthcare contexts in the 
provision of self-management support group programmes, the outcomes of this research 
suggest that future research explore consumer choice around self-management support in 
community spaces absent of healthcare links. Reviews of self-management support have 
emphasised that multiple formats provide the best outcomes (42). 
A recommendation of this study is that where it has been identified that medical dominance 
and authority is being reinforced in health professional efforts to support self-management, 
for example by payment structures, group programme location and health professional 
disciplines, investigation of the impact of this on people with LTCs be undertaken. Arguably 
the programme with the most consistent evidence is the generic lay led Chronic Disease Self-
Management Program (CDSMP) group programmes and could form the basis for future 
exploration of non-health professional site and facilitator group programme formats.  
6.2.7 Create post-programme support pathways - Consider and plan for what 
happens to participants after programmes 
Many participants were anxious and concerned about the ceasing of support following their 
final group programme session. Closed group programmes for a finite timeframe should 
include pathways for individuals to follow after they end, and this seems to be a reasonable 
duty of care to the group participants. LTC policy suggests that ongoing support be available 
in the social context and communities of individuals (30). A failure of policy implementation 
was seen with group participants who described limited ongoing opportunities for support at 
the completion of their group programme that aligns with their ongoing needs. This 
immediate area of need according to the group participants would require further investment. 
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An emerging body of work has revealed the importance of integrating self-management 
support with an individual’s wider networks (43, 44). Opening up ‘closed’ group formats 
may be an important new line of inquiry. 
6.3 Limitations and directions for future research 
There are several limitations of this research that must be acknowledged. The programme 
sites, used as the starting point for the exploration of the perspectives of facilitators and 
participants, may not be representative of the wide variety of group self-management 
programmes in Australia. As such, it remains unclear with a small sample what the broader 
practice of self-management support in groups is like, a line of research the findings of this 
study recommend, and that this study could inform. The findings of the present body of 
research do however reflect those indicated by the systematic review presented as Chapter 2, 
particularly with respect to the biomedical, educational focus of facilitators and participants 
valuing of support from peers. It is also plausible that the group facilitators in this study 
chose to be involved as they believed the patient self-management support they are providing 
is exemplary, and other practices are more indicative of normal practice. 
We limited our sites to those with health professional facilitators (a common format) and note 
that other forms of self-management support programmes exist with different formats and 
health professional types such as peer facilitators and for other single and generic long-term 
conditions. Differences between facilitator profession types or length of experience while of 
interest, were beyond the scope of this study and the data size. 
The group participants (people with LTCs) self-selected into the study and as interviewees, 
and this may mean that other viewpoints were not captured in our data, such as those who 
dropped out of the programme, were less engaged or dislike individual interviews. Group 
participants who self-select may be more strongly pro or against the group programmes they 
170
had been attending and stronger feelings about individual relationships with facilitators may 
also have influenced the range of interview informants. 
Only one interview was conducted per participant for pragmatic reasons however, the 
interviews were long ranging from 45 to 90 minutes and the data was triangulated. 
Nevertheless, the informants may have provided more structured thoughts through reflection 
had the interviews been conducted over numerous weeks to match the programmes.  
A single researcher conducted all the informant interviews and subconscious bias may have 
been brought to interviews, an important limitation with qualitative research. To mitigate this, 
the doctoral candidate researcher was inclusive of a broader team in all aspects of study 
design, planning and design and review of interviews, data analysis and interpretation.  
Future studies may wish to explore other group programme settings and use multiple time 
points before, during and after programmes.  
The Chapters 4, 5 and 6 discuss limitations that are specific to each study. 
6.4 Concluding remarks  
The research reported in this thesis provides empirical evidence of how self-management 
support in group programmes led by health professional facilitators is perceived and engaged 
with when implemented into practice. In summary, it is clear that further reflection is needed 
on what it means to support the self-management of people with LTCs and their goals, and 
how this is best achieved in a group format. The active downplaying by health professional 
facilitators of the element of peer support in the groups (support from other group 
participants) which was highly valued by participants, reveals a conceptual disconnect in the 
purpose of groups. For peer support to be embraced by health professionals, a considerable 
change in systems, practices and beliefs may be required. Likewise, a conceptual change is 
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required for health professionals to conduct goal setting in a manner more broadly inclusive 
of patient preference, and therefore more likely to be engaged with.  
It is the conclusion of this thesis that, the manner in which group programmes are provided is 
a missed opportunity for providing broader support to individuals that may in turn have a 
positive societal effect on the economic and social burden of LTCs. 
Ultimately, health professionals gain lived experience through years of practice and through 
socialisation into disciplines and health systems. Change, if it is to occur, will be challenging. 
The outcomes of this research pose a further question, are health professionals able to provide 
self-management support in group programmes that does more than reinforce medical 
information, instruction and behavioural norms? 
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Appendix B - Project data collection documents 
Group Patient Interview Guide 
Introductory blurb: I would like to talk to you today about your experiences of living with a 
chronic condition and being part of a group program. What I am particularly interested in 
today are your personal views.  Please take as much time as you need to describe in your 
own language what it is that you are thinking. The interview will take about an hour and if at 
any point you would like to take a break, just let me know. Please take as much time as you 
need. You don’t have to talk about anything you don’t want to and you may end the interview 
at any time. Everything we talk about today is confidential.  
1. Living with a chronic condition
So first I wanted to ask you a bit about your experiences living with [ ].
o What kinds of things do you do to manage your [ ]?
o What support do you get from family/ friends to manage your []? The role of
others.
2. The perceived program purpose
How did you come to be on the program?
o Why do you think you need to be on the program?
o What did you want to get out the program? (goals)
 Skills, information, support, company?
 Were your needs met? Why? Why not?
o What other things would you like to be included in the program?
3. The group
What are the benefits/ disadvantages of being in a group?
o Are these benefits of being in a group present in this group? Why/ why not?
o How does being in a group with others with [   ] make you feel?
o Does being in a group with others with [   ] change how you manage your
condition? How?
o In what other ways has being in a group benefited you?
o What interactions do you have with other group members? What sort of things
are discussed
o Do you think there is enough time allowed for group discussions?
o When I was watching the group I noticed…
4. The materials
What course materials did you use in the program?
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o What do you think of these materials?
o In what ways have you used them?
o What materials would you like to have received/ used?
o When I was watching the group I noticed that …
5. The facilitator
What about the group leader, can you tell me a bit about their role in the program?
How would you describe your interactions with the facilitator in this program?
o How did these interactions make you feel?
o Did you find them helpful?  In what way?
o When I was watching the facilitator with you I noticed…
6. Reflecting on the program
What have you got out of the program as a whole?
o What did you not get out of the program?
o What I noticed from seeing you on the program is…
7. Goals
What goals have you set during this program?
o How helpful has setting goals been?  What strategies have you used to help
you achieve your goals?
o Can you describe to me how you went about setting goals during this
program?
o Were they your own goals or were they influenced by the facilitator?
o Did you achieve your goals?
o What I noticed about you setting goals is…
o What parts of this program may help you to achieve your goals?
8. Future plans?
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Group Program Facilitator Interview Guide 
Introductory blurb: I would like to talk to you today about your experiences of facilitating 
group programmes for long-term conditions. What I am particularly interested in today are 
your personal views.  Please take as much time as you need to describe in your own language 
what it is that you are thinking. The interview will take about an hour and if at any point you 
would like to take a break, just let me know. Please take as much time as you need. You don’t 
have to talk about anything you don’t want to and you may end the interview at any time. 
Everything we talk about today is confidential.  
Working with chronic conditions 
First I wanted to ask you a bit about your experiences of working with [ ]. 
o How did you come to be working in chronic condition care?
 What are some of the rewarding aspects of working with people living
with a chronic condition?
 What are some of the challenges?
o How did you come to be working in group programs?
 How would you describe your role?
 Did you receive any training before you started this role? What did that
involve?
 What do you focus on (eg, Clinical outcomes, behaviour change, QOL)
 What support do you receive in your role? (Colleagues, system)
The perceived program purpose  
What do you see as the main purpose of your program? 
o How did it come about?
o What type of people do you think should be on the program? (Are they on it?)
What do you want people to get out the program? (goals) 
o What are the things that you think need to be covered in the program?
o How do you decide how much time should be spent on different aspects?
o Thinking back to some of your previous groups, did you feel that the
participants were able to achieve these aims?
What do you think the participants want to get out of this program? 
o What are some of the main issues that they are dealing with? example
o What are the reasons for why they attend the program? Example
o What are their expectations? (goals)
o What ways do you use to find this out? example
o Thinking back to some of your previous groups, did you feel that the
participants were able to achieve their aims?
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The group 
What are the benefits/ disadvantages of healthcare in a group? 
o Do you think these group benefits are present in your groups? Why/ why not?
Example
o How does being in a group with others help them to manage their conditions?
o What other ways does the group benefit / disadvantage the people in it?
What interactions do you see occurring between the members of your groups? 
o What kinds of things do you do to promote a good group environment?
 Can you give me examples of success/ failures?
o What could be the reasons for some people failing to be a part of the group?
o When I was watching the group I noticed…
The materials 
I am interested in your views on the course materials? 
o In what ways do you use them?
o How were they developed? i.e who put them together? What are the
theoretical/research principles (if any), that underpin the program materials?
o Do the participants use them?
o In what ways does it help the participants?
o What materials would you like to be able to use?
o How much time do you spend on self-management in this course?
o When I was watching the group I noticed that …
Goal setting 
Do you think goal setting is important?  Why? Why not? 
o Can you give me an example of how you incorporate goal setting into the
program?
o How much time do you spend on this?
o How do you assist patients with creating goals?  Take me through an example.
o Is it effective? Why/why not?
o What is your role in the goal process? Do you think it’s important for the
participant to develop their own goal?
o How would you deal with goals or issues that were not related to health that
your participants identified? Could they be incorporated into the program?
example
o When I was watching you and the participants setting goals…
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Group Programme Schedule for Observations 
Date: __/__/__ Time: _am/pm Location: Site _ Session: _ of_   
Group Condition/disease 
Location Size/composition 
Leaders Profession Age/ sex Comments 
The setting Equipment/ props 
Room set-up/ seating.
Time 
(including 
15 minute 
scan) 
Observations Reflections 
Entrances 
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